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CATASTROPHIC HEALTH INSURANCE: THE 
NEEDS OF CHILDREN 



MONDAY, MARCH 23, 1987 

House of Representatives, Select Committee on Chil- 
dren, Youth and Famiues, and the Select Commit- 
tee ON Aging, Subcommittee on Health ajmd Long- 
Term Care, 

Washington, DC. 

The Select Committee and Subcommittee met, pursuant to 
notice, at 10:10 a.m., in room 2322, Rayburn House Office Building, 
the Hon. George Miller (Chairman of the Select Committee on Chil- 
dren, Youth, and Families) and the Hon. Claude Pepper (Chairman 
of the Subcommfttee on Health and Long-Term Care of the Select 
Committee on Aging) presiding. 

Members present: Representatives Miller, Pepper, Oakar, Skel- 
ton, Rowland, and Vento. 

Staff Present: Ann Eosewater, staff director; Jill Kagan, profes- 
sional staff; Darcy Coulson Reed, minority research staff; Spencer 
Kelly, minority research staff; Joan Godley, committee clerk; of the 
Select Committee on Children, Youth, and Families. 

Kathy Gardner Cravecli, staiff director; Melanie Modlin, assistant 
staff director; Peter Reinecke, research director; Judy Whang, staff 
assistant; Lil Simmons, volunteer; Martha Messmer, intern; Amy 
Beaulieu, intern; Mark Benedict, minority staff director; and Doug 
Maragas, minority assistant staff director; of the Subcommittee on 
Health and Long-Term Care. 

OPENING STATEMENT OF CHAIRMAN CLAUDE PEPPER 

Chairman Pepper. The committee will come to order, please. 

Ms. Oakar, Mr. Miller, and I wish to welcome all of you here this 
morning to attend this very important hearing. It has to do with 
catastrophic care as needed by the children of this courtry— too 
long and too much neglected. We're trying in this session of Con- 
gress to do something that should have been dona long ago. 

In 1938 a great Senator from the State of New York, Senator 
Robert Wagner, introduced in the Senate a bill for comprehensive 
care for all the people. Nothing was done about it. In 1945, Presi- 
dent Harry S Truman sent to the Congress a request that the Con- 
gress enact a compiehensive health care program for all the people 
of our country. Nothing was done about it. A year later, the War- 
time Health and Education Select Committee, of which I was chair- 
man, came up with a similar recommendation, uS well as programs 

(1) 
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?/ J^^^^^' hospital building and the like. Nothing was done about 
it for 20 years. 

Finally, in 1965, Congress enacted the medicare Illation. It 
was a great step forward. It did provide hospital care up to 2 
months for people who had serious illness and could be treated on 
an emergency basis. It meant much to many in our country espe- 
cially to the elderly, but it did not cc 'er hospitalization beyond 2 
months and it did not cover nursing nome care; it did not cover 
home care; It did not cover drugs--on which the elderly alone 
spend $10 billion a year; it did not cover ey^lasses or hearing aids; 
It did not cover dental care and dentures, nor did it cover foot care 
for the elderly. And, of course, it did not cover, except for the fami- 
of the very destitute, the children of the country. 

Now then, in 1986, in his message to Congress, the President 
said—and we were so hopeful when we heard those words— we 
mmt enact a catastrophic care program for people of all ages. But 
unforcunately, when the administration made its recommendation 

II J tP^"^^ y^^' ^^^^ program was limited by the so- 
called Bowen bill to only those who stayed in the hospital more 
than 2 months, which the authorities tell us is way below 3 percent 
of all the people on medicare. It <?oes nothing for the children. No 
home care, no nursing home care, and no custodial care None of 
these other needs that I have mentioned. 

So today, we're going to have a graphic presentation of the 
health care needs of the children of this country and the inadequa- 
cy of what s been proposed so far. 

Let me just refer to two of the witnesses that you will hear 
today. 

For ej^mple, we will hear from the parents of 3-year-old Alex 
Sutton of Phoenix, Arizona. Alex is a victim of a degenerative, ter- 
minal illness known as Tay-Sachs which causes a breakdown of the 
brain s functioning. Alex is subject to several seizures a day and 
has a complicated regimen of medications to control them. His 
family waged a long battle to get h..me health care from their in- 
surance company and finally won. However, the policy only covers 
eocEf"^ ^^^^ 20 percent of the $200,000 to 

$^50,000 m annual costs the family must bear is still considerable. 

I mention one other case who is here today. A young man suffers 
from a chronic breathing disorder. He often stops breathing when 
he is asleep. He requires very specialized care to stay alive As a 
result, Jeff Reckeweg has spent his life in and out of hospitals. The 
cc«ts of his care are astronomical, around $600,000 a year for hospi- 
another $150,000 a year for care at home. Jeffs 
$1UU,UU0 health insurance policy was exhausted in less than 9 
months. 

Since then his parents have gone in debt by $800,000. Their only 
salvation is that the State of Maryland created a special program 
of assistance for Jeff. However, we cannot be assured that program 
will continue for a long time. 

So we, today, are going to hear giaphic, heart-rending stories of 
the inadequacies of the laws of our land today and how this com- 
passionate America, this powf»rful and rich America, is so neglect- 
ful of the cnnng needs of those who deserve so much from it 
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So now may I present to you my distinguished colleague who is 
Chainnan of the Select Committee on Children, Youth, and Kami- 
lies in the House aid doing a magnificent job on behalf of the chil- 
dren of this countiy. This is a joint hearing between his Committee 
and ou: Subcommittee on Health and Long-Term Care. May I 
present the Honorable George Miller of California. 

[The prepared statement of Chairman Pepper follows:] 
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OPENING STATEMENT OF CHAIRMAN CLAUDE PEPPER 



LADIES AND OENTLaKN. IT IS A PLEASURE TO JOIN MY 
DISTINGUISHED COLLEAGUE GEORGE MILLER OP CALIFORNIA, AND THE MEMBERS 
OP HIS SELECT COMMITTEE ON CHILDREN. YOUTH AND FAMILIES IN CONVENING 
THIS IMPORPANT HEARING. I HOPE THAT OUR COMING TOGETHER TODAY WILL 
HELP DEMCWSTRATE THAT CATASTROPHIC ILLNESS KNOWS NO AGE. WHETHER 
YOUNG OR OLD, CHCE STRICKEN WITH A CHRONIC ILLNESS — A CONDITICN 
WHICH ONE HAS NO REASONABLE EXPECTATION OF RECOVERY ONE CAN EXPECT 
FEDERAL, STATE OR PRIVATE INSURANCE TO CC»!E TO AN FND. 

OUR CONCERN FOR THE PLIGHT OF OUR NATION'S CHRONICALLY ILL 
DUTH IS PARTICULARLY TIMELY IN LIGHT OF THE PRESIDENT'S RECENT 
PROPOSAL TO COVER THE CATASTROPHIC HEALTH CARE NEEDS OF THE AGED. 
WHILE MOST AGREE THAT HIS PLAN WOULD HELP ONLY ABOUT 3 PERCENT OF THE 
31 MILLION ELDERLY AND DISABLED OF AMERICA, IT WILL NOT HELP OUR 70 
MILLIWI YOUNGER AMERICANS AT ALL, 10 MILLION OF WHOM ARE CHRONICALLY 
ILL. 

WHILE I AM PLEASED THAT THE PRESIDENV NOW AGREES THAT WE MUST 
ASSIST OUR ELDERLY AGAINST THE BANKRUPTING COSTS OF A CATASTROPHIC 
ILLNESS, I AM DISTURBED THAT HE CHOSE TO ABANDON HIS PLAN — AS HE 
OUTLINED TO THE NATION IN HIS 1986 STATE OF THE UNION MESSAGE — TO 
ASSIST PERSONS "OF ALL AGES." WHAT THE PRESIDENT HAS PROPOSED WITH 
RESPECT TO HELPING THE VICTIMS OF CATASTROPHIC ILLNEF3 IS NOTHING 
SHORT OF A NATIONAL DISGRACE. IT IS A DISGRACE FOR THE YOUNG OF 
AMERICAN BECAUSE XT WON'T COVER THEM, IT IS A DISGRACE FOR THE 
ELDERLY OF AMERICA BECAUSE IT DOES NOT BEGIN TO ADDRtSS THEIR 
CATASTROPHIC HEALTH CARE NEEDS. THE PRESIDENT'S PLAN WON'T PAY FOR 
NURSING HONE CARE, CUSTODIAL CARE IN THE HOME, OUT-OF -HOSPITAL 
PRESCRIPTION DRUGS, HEARING CARE, BYE CARE, DENTAL CARE, FOOT CARE OR 
ROUTINE PHYSICAL EXAMS. ALL THE PRESIDENT'S PLAN WILL DO IS HELP 
OLDER AMERICANS STAY IN A HOSPITAL LONGER, 97 PERCENT OF THE AGED IN 
AMERICA WOULD NOT BENEFIT UNDER THE PRESIDENT'S PLAN. 

TESTIMONY TODAY WILL HIGHLIGHT THE FACT THAT PROVIDING 
"OVERAGE FOR LOUG HOSPITAL STAYS IS NOT GtfLY COSTLY, IT TEARS 

AMILIES APART. FOR EXAMPLE, WE WILL H2AR TODAY FROM THE PARENTS OF 
3 YEAR OLD ALEX SUTTON OF PHOENIX, ARIZONA. ALEX IS A VICTIM OF A 
DEGENERATIVE, TERMINAL ILLNESS KNOWN AS TAY-SACHS WHICH BRINGS ON A 
BREAKDOWN OF THE BRAIN'S FUNCTIONING. ALEX IS SUBJECT TO SEVERAL 
SEIZURES A DAY AND HAS A COMPLICATED REGIMEN OF MEDICATIONS TO 
CONTROL THEM. HIS FAMILY WAGED A LONG BATTLE TO GET HOME HEALTH CARE 
FROM THEIR INSURANCE COMPANY AND FINALLY WM. HOWEVER, THE POLICY 
ONLY COVERS 80% 5F THE TOTAL COSTS, AND THE 20% OF $200,000 TO 
$250,000 IN ANNUAL COSTS THE FAMILY MUST BEAR IS STILL CONSIDERABLE. 

WE WILL ALSO HEAR FROM 5 YEAR OLD JEFF RECKEWEG OF CLINTON, 
MARYLAND. HE SUFFERS FROM A CHRONIC BREATHING DISORDER. HE OFTEN 
STOPS BREATHING WHEN HE IS ASLEEP. HE REQUIRES A VERY SPECIALIZED 
CARE TO STAY ALIVE. AS A RESULT, HE HAS SPENT HIS LIFE IN AND OUT OF 
HOSPITALS. THE COSTS OF HIS CARE ARE ASTRONOMICAL — AROUND $600,000 
A YEAR FOR HOSPITAL CARE AND $150,000 A YEAR FOR CARE AT HOME. 
JEFF'S $100,000 HEALTH INSURANCE POLICY WAS EXHAUSTED IN LESS THAN 9 
MONTHS. SINCE THEN, HIS PARENTS HAVE GONE IN DEBT BY $800,000. ONLY 
THE STA*^ OF MARYLAND CREATED A SPECIAL PROGRAM OF ASSISTANCE FOR 
JEFF, SO HE IS TEMPORARILY BEING ASSISTED WITH HOME CARE. HOWEVER, 
THIS ASSiSTANCB COULD END AT ANY TIME, LEAVING THE RECKEWEG'S WITH 
HEALTH CARE COSTS THEY SIMPLY CAN'T AFFORD. 

t'LIfJ"' ^ TRAGIC PERSONAL ACCOUNTS OF 

YOUNGER AMERICANS WHOSE LIVES HAVE BEEN TOUCHED BY THE BANKRUPTING 

<iSi??vSS n^^eSS°^2^S.J^^^^- ^ ^ HEAR FROM MS. SUSAN 

loJiiYi^A^^ ^™ "FALCON CREST" AND SPOKESPERSON FOR THE 

pS^'hSSe"?^'^^?^^^ " "^^^^^^ "^^^ 



ERIC 



10 



5 



I AI^ LOOK FORWARD TO HEARING FROM MY MSTINGUISHED FORMER 
COLLEAGUESTSEHATORS FRANK MOSS AND CHARLES PraCY. AS TOT CO-CHAK 
OF Tffi FOUNDATION OF HOSPICE AND HOf^ CARE THEV HILL JOIN WS TODAY TO 
SLS^E^R NMiSnAL^RT which WILL PROVIDE DEFINITIONTO THE 
PUOHT OF FRAIL CHILDREH. THIS REPORT WILL DETAIL HOW PARENTS OF 
cSwiCALLYm^ CHILDREN FACE AN IMPOSSIBLE DILEMMA. .CAN EITHER 

TPXVV SffilR CHII^HEN IN TEE HOSPITAL OR IN AN INSTITUTIMJ AND KNCT' 
^SItSnTm^ «LL be P«D0R THEY CMJ J^^,B|^|«o'^^"^L 
iwn HnPP THEY AND AVOID JOINING THE 1 MILLICW AMERIC^HS WHO 
iS$0^?5^TS[S ^ DUE ¥0 THE CATASTROPHIC COSTS OF THE HEALTH 
CARE THEY MUST SECURE. 

T^cTTY WF LOOR FORWARD TO HEARING FROM THOSE WHO REPRESENT 
YOUNGER i^^. SS'o^OVirERS^^^^^ OF 

S^MoS^s'SToN CATASTROPHIC HEV^THC^ "S 

shortcomings and the merits of pro-ziding real, meaningful, 

COMPREHEr '.IVE AND CATASTROPHIC HEALTH CARE. 

I HAVE INTRODUCED LEGISLATION, H.R. 65, WHICH WILL I^OVIDE 
THE ELD^f ^P™THIS COUNTRY WITH COWREHENSIVE CATASTO^H^ 
ffiALTO CARE PROTECTION BOTH IN AND OUT OF A "O^^JAL AT NO CTEATER 

TO ELDERLY PEOPLE OF THIS CO'WTRY OR TO TOIR COTOTRY. I 
JSeND TOINTRODUCE ANOTHER BILL WITHIN SEVERAL WEEKS WHICH WILL 
Smro THIS PROTECTION TO PERSONS BELOW THE A3E OF 65. 

UBV no WE KEEP ON COMPROMI?TVCi WITH TRAGIC NECESSITY AND 
ALLOW MI^oS^ SoWSTO DIE WITHOUT THE MEDICAL CARE THEY NEED 
^ ^S^^^DeSL™ FINANCIAL raSTOSS WHS^>*H0PE?^™e"' 
T>i»N <ajrn AS H R 65 MIGHT BE IMPLEMENTED. I HAD HOPED THAT J.Bt 
P^I^ THROH^IDE l-HE SHACKLES WHICH SURROUND HIM IN 

IS^E^^ SS?iR AND TAKE A BOLD POSITION FOR WHICH AM^ICA 
WOUI^ BE EVER GRATEFUL TO HIM. HE HAS A CHANCE TO ENDE« HIMSELF TO 
X^CaTp^lT^ more THAN PRESIDENT ROOSEVELT ENDEARED 
HIMSELF BY GIVING THEM SOCIAL SECURITY. 

T HOPE TO LIVE TO SEE THE DAY WHEN IN OUR BLESSED AMERICA 
EVERY MaS AND^CJILdIoULD BE ASSURED OF GEniNG THE IffiDICAL 

SSlSS'lffiOT^Sm SHOULD HAVE. I THINK THAT IS A PART OF THE 
S^tSS D^; aS TttlT IS A PARI OF THE AMERICAN GOAL. 



ERIC 



OPENING STATEMENT OF CHAIRMAN GEORGE MILLER 
Chairman MiLLHi. Thank you, Mr. Chairman. 

JSLT^"T^ "f ""^ "h" n° health care ™>t- 

iUnes«,sXS,?hSrdS„^ o„n,pa;«i„„aW, ^th the 

tWs situation and I lock !or^T,«iS^VrXe SSSi™ 
(The prepared statement of Chairman Mller folKj 
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PREPARED STATEMENT OF CHmIRMAN GEORGE MILLER 



ToiUy, Z plMt*d to be htr* vith ChaitMir Cltudt Ptpper In • 
joint Utarins of tht 8«ltc Conitttt on Childrtn* Youth, and 
PaailiM and tht S«ltct conitt«« on A(3in9* 

Tt)t rrtaidtnt ua to balitv '^'^t bia initiativt vould 



and nont of tbt Milliona of youu. ^ricana vho havt a chronic 
illntaa or no htaltb inauranct. 

Dtbilitating illntat or disability dota not diacrininata on tht 
basia of agt. And today* tbt frighttning rtality ia that aort of ua 
art unprottcttd than tvtr btfort. 

Cbildrtn art taptcially vulntrablt. Of tbt 35 million Aatricana 
vitbout any htaltb inauranct, or.«-Lhird - 11 million - art childrtn. 
Milliona Mort childrtn bavt btaith care covtragt that voul^ Itavt 
tbtM coapltttly unprottctod in tbt tTtnt of a cataatrophic illntaa, 
tvtn if tbtir partnta art fully taploytd. 

Ntarly 301 of today* a uninaurtd cbildrtn havt taploytd partnta 
vith taploytr-aponaortd htaltb iplana — but tbt plana do not covtr 
tbtir childrtn. Thia actnario will voratn aa incrtaaing nuabtra of 
new joba are in tht traditionally low-wage, low-btntfit atrvict 



For tbt poortat cbildrtn, public prograna fail to providt 
adtquatt, if any covtragt: ailliona of poor childrtn art not covered 
at all, end Millions acre art not prottcttd againat tht coata of 
cataatrophic cart. 

Fewer than half of all poor children, and only 60% of low-income 
disabled children, are covered by Medicaid. And for low-income 
families, the cost of routin«* aedical care or care for a minor 
illness or surgery can be catastrophic. 

Few issues are of greater concern to this nation than ensuring 
family stability. Yet the stability of millions of American families 
IS at risk because a child's Illness or disability has severely 
strained their finances, and In many cases, has forc<;d them into 
poverty. 

More often than not, families with chronically ill or disabled 
children are denied health insurance when they need it most, face 
extraordinary out-of-pocket medical expenditures that wipe-out 
savinr^ or result in family bankruptcy, or are forced to choose 
between poverty or their child's institutionalization. 

Each of these aituationa undermines the fabric of family life, 
and generatea enormous public costs. About 2 percent of the children 
in Ainerica use 20-30% of child health expenditures. And, as we will 
learn today, in California alone, one half of one percent of all 
hospital admissions of children cost |280 million, or 22% of hospital 
costs for the state's children. 

Today, we will hear from children and families who have 
experienced the devastation of catastrophic illness. They will help 
Insure that the public debate over cataatrophic health care does not 
ignore the millions of children and families who are just as 
vulnerable aa the tldtrly, and perhaps more. 

I welcome all of our witnesses here today, and appreciate your 
contribution to our efforts to expand health care protections for 
vulnerable children and families. 
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FACT SBBET 

CATASTROPHIC ILLNESS AMD LONG-TFRM CARE: 
ISSUES POR CHILDREN AND FAMILIES 



EXTENT OF CHRONIC ILLNESS AMONG CHILDREN 

•Approiimattly ttn Million cbildrtn < 10-15% of all children) havt 
a chronic illnttt; about ont Million havt a tevtrt chronic 
illntM. (GortMktr and Sapp«nfitld, 1984) 

*B«tw««n 19(0 And 1911, tht prtvaltnct of activity-liaiting 
chronic conditions aaong child rtn undtr agt 17 doubltd, froa 1.8% 
to 3 •St. Rttpiratory conditions and atntal and ntrvout tystta 
disordtrt dtaonntrattd tht largttt cban9tt* (Nevachtck, Budctti, 
and Balfon, 19S8) 

*Pr«Mtarity it anticipated in ,6 birtb* p«r 100(H .cystic fibrosis 
in I birtb per 1000; coa9«nital heart distast in 7.5 birthsi and a 
diagnosia of cancvST itt 130 children per 1 Million. (National 
Association of Children's Hospitals and Related Institutions 
[NACHRI], 1986.) 

^Prevalence rates of certain diagnostic groups My have increased 
as a result of iaproved cbances for survival . The evidence 
suggests a sevenfold increase in survival to age tventy-one aaong 
children with cystic fibrosis^ and increases of twofold or greater 
for children with spina bifida, leukeuia, and congenital heart 
disease. In 198%» the survival rate for childhood cancer vas over 
54%, coapared to Z^y in 1970. (GortMker, IWt Aaerican Cancer 
Socioiy, 1984) 

*Poor children are 40% i^ore likely to have a severe functional 
disability than do children in families with higher incones (8.5% 
vs. 4.9%). (NACBRI, 1986) 



CHRONICALLY ILL CHILDREN UVE HIGH MEDICAL COSTS 

*The cost of care for very distressed, ventilator dependent 
fnfants who remain hospitalized can reach ^350,000 per year. 
(NACHRI, 1986) 

*The annual expenses for hospital and physician services for a 
child with a disabling chronic condition has been estimated to 
range from ^70 to ^10,229, depending on the severity of the 
illness. In contrast, the typical healthy child's eipenses for 
these services average about ^70 a year. (Foi, 1984) 

*In 1980, more than $1.7 billion were expended for physician 
visits and hospitalization of children with activity limitations; 
hospitalization accounted for 65% of the total. The average 
annual hospital coAt for a chiia with activity linitation was $511 
compared with only $66 for a child without limitations. (Butler, 
et al, 1985) 

•Comprehensive care for a chiVd with cystic fibrosis can cost a 
family $6,000-12,000 annually) and intermittent hospitalizations 
may average over $7,000 per stay. (NACRRI, 1987) 
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•Kxp«ntM for a child vith certbral palsy, including physician 
tcrvictt, tp««ch therapy, medications, special education, and 
other support services average ^4490 annually, vith 51% paid by 
the faaily* (United Cerebral Palsy Association, 1986) 



ACUTE OR PRIHARY HEALTH CARE COSTS FOR CHILDREN HIGH 

•In 1985, newborn intensive care costs totaled ^2.4-^3.3 billion 
and averaged |l4#698 for each infant. (American Ar^^Jeay of 
Pediatrics [AAP], 1986) 

•Cardiac surgery for a child nay cost a fanily $22,000 for a 
hospital stay. (NACBRI, 1987) 

•Treatment for extensive burns may result in a hospital bill of 
$4:, 000* (NACHRI, 1987) 

•The ^00 cost of treatment for one asthma episode, or a routine 
hospitalization costing $700 per day, may he catastrophic for 
those vith no insurance or very limited resources. (NACHRI, 1987) 



SHALL PERCENTAGE OF CHRONICALLY ILL CBILDRBH INCUR HIGH PERCENTAGE OP 
MEDICAL EXPENSES 

•Fever than 1 million or 1% of all children under 21 are likely to 
incur catastrophic expenses if catastrophic is defined es 
out-of-pocket medical expenses greater than 10% of family income. 
(AAPf 1986; Newacheck, 1986) 

•About 5% of all children incur annual medical costs in excess of 
$5,000. Others estimate that 5-10% of children incur catastrophic 
expenses in excess of $10,000 (regardless of insurance coverage). 
(Rosenbaum, 1987; AAP, 19i7) 

•In 1983-84, the 1.35% >f admissions to children's hospitals 
incurring catastrophic expenses over $50,000 accounted for 26% of 
the total children's hospitals* inpatient charges. Nevborns 
accounted for 50% of these hospital admissions. (NACBRI, 1987) 

•In 1980, the total cost for hospitalization of children vith 
activity limitations ($1.17 billion) vas 30% of the total hospital 
care costs ($3.86 billion) for all children. (Butler, 1985) 



MILLIONS OP CHILDREN WITH NO HEALTH INSURANCE 

•In 1985, 11 million children age 18 or younger were uninsured. 
Among uninsured children, 64% lived in families headed by someone 
without health insurance; 29% lived in families headed by someone 
with employer-based health coverage, usually a parent. (Bnployee 
Benefits Research Institute [EBRI), 1987) 

•Three-quarters of all uninsured children have family incomes 
below 200% of the federal poverty level, and between 66-75% live 
in working fanilies. (Rosenbaum, 1987) 

•In 1985, nearly half of the uninsured children age 18 or under 
lived in single-parent, usually female-headed, families. (EBRI, 
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^Children vithout any fora of health ir^surancc protection were 
aott likely to be Hispanic* and near poo^ children vhose fanily 
incoatt were between 100 and 200% po-«tty» Children living in 
the south and West and in the rural aieas vecc acre likely than 
those in other regions and coamunities to lack coverage* (Butler. 
198S) 

*10*3% of disabled children^ and 19.5<i of dis&bled children m 
poverty have no health insurance* (Butw^r, ^nS) 

•Forty percent of ill disabled children below the federal poverty 
level are not covered by Medicaid* Private group and i/dividual 
insurance covers about 60% of disabled children, conpared to 75% 
in the general child population* (Butler, 1985) 

*In FY 1985, Medicaid served 10*9 million children younger than 21 

aore than 400,000 fewer than were served in FY 1978* 
(Rosenbaua, 1987) 

•Uninsured lov-incone children >ceive 40% less physician care and 
half as much hospital care as insured children* (Rosenbaun, 1987) 



MILLIONS OF CHILDREM WITH IHADEQOATE INSPRANOE 

•Of those children under 18 who are insured, 17% do not have major 
aedical to cover special health care costs, and less than 10% have 
unlimited coverage* (NACBRI, 1987; 

•Of all eaployerc responding to a major health insurance survey 
conducted in 1986, 73% indicated that their plans excluded 
coverage of pre-existing conditions* Only about 75% of plans 
offered by medium and large-sized firmt. between 1980 and 1985 
contained protections against huge out-of-pocket costs borne by 
enrollees in the event of catastrophic illness* (Rosenbaum, 1987) 

•Fourteen state Medicaid programs limit the number of hospital 
days covered each year, and .5 states restrict the number of 
covered physician visits* (Rosenbaum, 198''; Fox, 1984) 
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Chairman Pepper. Thank you very much, Mr. Miller. 
And now we will hear from that distinguished member of our 
SubccMnmittee on Health and I/>ng-Term Care, Ms. Oakar of Ohio. 

STATEMENT OF REPRESENTATIVE MARY ROSE OAKAR 

Ms. Oakar. Thank you very much, Mr. Chairman. 

Mr. Chairman and Chairman Miller, first of all I want to compli- 
ment both of you. I have always thought that health issues are 
family issues and it's really a wonderful tribute that you could 
have a hearing to show that the needs of the elderly are not unlike 
the needs of the children of our country, 

Mr. Chairmen, I have just seen a very poignant film. It began 
about a half hour ago and was called ''Suffer Not the Little Chil- 
dren." Many of our distinguished panelists today are the stars, in 
quotation marks, of that film. 

We're proud of their families for coming forward to allow their 
situation to be nationally known, because that way we can call at- 
tention to the problem. 

I want to compliment Susan Sullivan, one of the great actresses 
of our time. I'm especially proud of her, not only because of the 
work that she does in this direction — speaking out on children's 
issues, hospice care and other kinds of difficulties— but also be- 
cause she started her career at the Cleveland Playhouse in my dis- 
trict. We're proud of that, Susan. I'm not sure that was the spring- 
board for all your success, but we're especially proud of that. 

One area thr^' I would just like to briefly discuss is a bill I've in- 
troduced that relates to long term care for the elderly. When we 
wrote this bill, we took a comprehensive notion about health care 
and included the services that people need whether it's home care 
or various therapies. The fact is that this approach is cheaper. It 
makes sense to deal with the situation of treating chronically ill in 
this reasonable fashion. 

The other point that I would briefly like to make, in my opening 
statement, is that I was very, very chagrined when I found out 
from one of the member's wives, Camilla Walgren, that at NIH, 
which as you know very often does experimental research with 
those people who are terminally ill, who are the so-called hopeless 
cases that want hope, there are about 40 children in one of the 
cancer wards over there. These children received therapy that 
makes them bald. Some are amputees, some and have burns from 
radiation and are swollen, and they range from ages of about 2 or 3 
to about 11 or 12. One of the things that the Inspector General of 
HHS has done recently is to rule that these kids could not have 
what is to them a lifeline, their phone service — so that they could 
call their friends at school or their families. Most of them are 
pretty much alone and I think that the telephone service is as the 
doctors said, part of their therapy. I would just hope that NIH and 
the Inspector General understand that having those phones, their 
lifeline, is part of the treatment for their illness and it gives them 
a sense of hope and comraderie when they can talk to their loved 
ones. It also takes a lot of the stress away that is very often related 
to cancer. 
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So today, I hope that my distinguished Chairmen who have al- 
ready, I think, called about this and I know Jim Wright, the Speak- 
er, is very concerned about this, I hope that we can all work to- 
gether and do something today to restore that toll-free ability for 
these people to call their loved ones. These kids, Til tell you, will 
really do something very, very positive in a short time, so I call on 
NIH to restore that service. Otherwise we'd have to do a little line 
item or something that doesn't make a lot of sense to have that 
kind of a fight when it's so doable. 

So I want to thank both of you and compliment you and I look 
forward to working with you on these and other issues. Thank you. 

[The prepared statement of Representative Oakar follows:] 
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PREPARED STAiEMEHT OF REPRESENTATIVE MARY ROSE WKAR 

CHAIRMAN MILLER, CHAIRMAN PEPPER, DBTINOUISHED GUESTS. I AM VERY 
PLEASED TO BE A PART OP THIS HEARING FHIS MORNING. THE ISSUES OF 
CATASTROPHIC HEALTH CARE ARE VITAL ONES THAT WE MUST DISCUSS. AS A 
MEMBER OP THE SELECT COMMITTE CN AGING, I HAVE LONG FOUGHT TO SEE 
THAT ADEQUATE HEALTH COVERAGE IS PROVIDED FOR OUR ELDERLY 
POPULATION. AS A MEMBER OP THE POST OFFICE AND CIVIL SERVICE 
COMMITTEE I HAVE LONG FOUGHT TO PROVIDE ADEQUATE COVERAGE FOR OUR 
FEDERAL EMPLOYEES. AND I AM HERE TODAY TO SAY THAT WE MUST ALSO 
HELP CHILDREN AND THEIR FAMILIES WHO FACE CATASTROPHIC ILLNESS TO 
DEAL WITH THE FINANCIAL PRESSURES THAT THAT ILLNESS CAUSES. THE 
ILLNESS ALONE IS DEVASTATING ENOUGH FOR THE CHILD AND THE FAMILY. WE 
CANNOT STOP THE ILLNESS. BUT WE CAN HELP BY INSURANCE FOR HELATH 
CARE. I LOOK FORWARD TO HEARING THE THOUGHTS OF OUR EXPERTS TODAY 
AND TO WORKING ON THIS PROBLEM. 

I ALSO WISH TO TAKE A MOMENT FOR A POINT OF PERSONAL PRIVILEGE. I WANT 
TO BRING TO THE AWARENESS OP THE MEMBERS OF THESE COMMITTEES A 
SITUATION INVOLVING CHILDREN WITK CANCER AND OTHER CHRONIC ILLNESSES 
WHO ARE PATIENTS AT THE NATIONAL INSTITUTES OF HEALTH, NIH IS 
RESPONSIBLE, OP COURSE, FOR TREATING PATIENTS PROM ALL OVER THE 
COUNTRY. THESE PATIENTS SERVE US ALU BECAUSE THEY ARE WILUNG TO 
UNDERGO EXPERIMENTAL TREATMENTS, WE ARE COM'NG CLOSER TO CURES 
FOR SOME OF THESE MAJOR ILLNESSES. 

RIGHT NOW, THERE ARE OVER 40 CHILDREN AT NIH. THEY COME FROM ALL 
OVER THE COUNTRY AND ARE OFTErt COMPLETELY REMOVED FROM THEIR 
BROTHERS, SISTERS, GRANDPARENTS, FRIENDS. AT A PARTICULARLY LONELY 
AND DIFFICULT TIME, THEY HAVE VOLUNTEERED TO GO AWAY FROM HOME 80 
THAT WE CAN BENEFIT AND SO THEY CAN HOPC THAT MAYBE THE NEW 
TREATMENT CAN HELP. 

ITS SCARY AHD LONELY FOR THESE CHILDREN. AND ITIS SCARY AND LONELY 
FOR THE PARENT WHO ACCOMPANIES THEM. USUALLY, ONLY ONE PARENT CAN 
COME WITH THE CHILD. SOMETIMES, THERE IS ONLY ONE PARENT AND OTHER 
CHILDREN ARE LEFT AT HOME. THESE PARENTS, TOO, ARE TRYING TO 
MAINTAIN SOME SORT OP FAMILY LIFE. BOTH NEED THE SUPPORT OF THEIR 
FRIENDS AND THEIR PAMIUES. 
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UNTIL LAST SUMMER, WE PROVIDED ONE SMALL COMFORT TO THESE CHILDREN 
AND THESE PARENTS. NIH PROVIDED A PHONE AT THE END OF THE WARD. A 
CHILD OR THAT CHILD'S PARENT COULD USE THAT PHONE FREE OF CHARGE TO 
REACH OUT FOR SUPPORT, FOR HELP, AND TO KEEP IN TOUCH WITH OTHER 
FAMILY AND FRIENDS AT HOME. FOR SOME OF THE CHILDREN, THAT PHONE 
WAS ALL THAT WAS KEEPING THEM IN TOUCH WITH A "NORMAL" WORLH. FOR 
SOME CHILDREN AT HOME, IT WAS THE ONLY WAY THEY GOT TO KNOW THEIR 
SISTER OR BROTHER WAS OK, AND THAT MOM AND DAD STILL LOVED THEM. 

BUT LAST SUMMER, NIH DECIDED THAT THE PHONE WAS COSTING TOO MUCH 
AND THAT PATIENTS COULD NOT USE THE PHONE BECAUSE TOT^ARE NOT 
FEDERAL EMPLOYEES. INSTEAD, NIH INSTALLED A PAY PHONE. OR, THEY SAID, 
THE CHILD COULD USE THE PHONE FOR FREE IF A NURSE OR A SOCIAL WORKER 
SAYS IT IS NECESSARY AND THE CHILD DOESNT HAVE THE MONEY. 

I UNDERSTAND, AS WE ALi. DO, THE CURRENT DEFICIT PROBLEMS. BUT THIS IS A 
HEARTLESS SOLUTION. THESE CHILDREN ARE AT NIH SO WE CAN BENEFIT FROM 
THE RESEARCH IN WHICH THEY PARTICIPATE. WE ASKED THEM TO SEPARATE 
FROM THEIR FAMILIES AHD THEIR FRIENDS. THE LEAST WE CAN DO IS HELP 
THEM AND PROVIDE THE SIMPLE COMFORT OF A PHONE CALL. HAVE YOU EVER 
TRIED TO SEEK COMFORT OVER A PAY PHONE? IMAGINE YOURSELF AS A CHILD 
WHO IS SCARED, WHO IS SICK, AND AN OPERATOR SAYS "PLEASE DEPOSIT 
$1.50". OR IMAGINE YOURSELF HAVING TO INTERRUPT THE NURSE WHO IS 
HELPING YOUR VERY SICK ROOMMATE TO ASK IF SHE'LL SIGN A STATEMENT SO 
YOU CAN CALL YOUR DAD AND TELL HIM YOU'RE SCARED. 

THIS SITUATION WAS BROUGHT TO MY ATTENTION BY MRS. CARMELA WALGREN, 
WIFE OF THE CONGRESSMAN FROM PENNSYLVANIA. CONGRESSMAN WALGREN 
AND OTHERS HAVE ASKED NIH TO PLEASE RECONSIDER THEIR DECISION AND 
ALLOW THESE CHILDREN THIS SMALL COMFORT. THEY DESERVE IT. 

I HAVE WRITTEN TODAY TO DR. JAM^^ B. WYNGAARDEN, DIRECTOR OF NIH TO 
ASK HIM TO RECONSIDER AND TO KEEP ME INFORMED OP THE STATUS OF THIS 
SITUATION. I ASK EACH OF YOU ON THESE COMMITTEES TO DO THE SAME. I 
mW^lS^K^^V^l^''^^^^^ AND GIVE IMMEDIATE HELP TO 
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MR CHAIRMEN, I AM ASKING FOR YOUR ASSISTANCE IN A VERY DOABLE 
SITUATION. RARELY, IN OUR TIME AS MEMBERS, CAN WE MAKE SUCH A HUGE 
DIFFERENCE LM THE LIVES OF PEOPLE WITH SUCH A SMALL STEP. BY WORKING 
WITH NIH TODAY, WE CAN HELP AT LEAST THESE 40 CHILDREN WHILE WE SEEK 
WAYS TO HELP ALL OF THE CHILDREN WITH CHRONIC AND CATASTROPHIC 
ILLNESSESw ONE NEVER KNOWS THE EXAC1 RELATIONSHIP BETWEEN MENTAL 
STATE AND STRESS AND RECOVERY OR REMISSION FROM CANCER. IF THESE 
PHONES CAN HELP ONE OF THESE 40 CHILDREN TO RECOVER OR EASE THE PAIK 
OF ONE THEY ARE WORTH :T. AND WE CAN DO SOMETHING ABOUT IT NOW. 

AGAIN, THANK YOU FOR ALLOWING ME THIS POINT OF PERSONAL PRIVELECS. 
AND THANK YOU TO OUR GUESTS TODAY. TOGETHER, WE KILL FIND WAYS TO 
HELP ALL CHILDREN, ALL PEOPLE WITH HEALTH CARE NEEDS. 

THANK YOU. 
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Oiairman Pepper. Thank you very much, Ms. Oakar. 

Now we have the Honorable Ike Skelton of Missouri, another 
very able and very interested and dedicated member of cur Sub- 
committee on Health and Long-Term Care, the Honorable Ike Skel- 
ton. 

STATEMENT OF REPRESENTATIVE IKE SKELTON 
Mr. Skelton. Thank you, Mr. Chairman. 

My remarks are very brief because we do wish to hear from the 
panel. I merely wish to compliment both you and the gentleman 
from California, Mr. Miller. 

Joint hearings are not all that common. When you have a joint 
hearing from the two subcommittees that we have today, vou have 
a great deal of interest across the spectrum. I know that as a result 
of this, there will be a great deal of knowledge gained by the Con- 
gress, a great deal of impetus to move forward on the issue. 

I compliment the witnessees on coming and sharing their 
thoughts and their time and their talents that they have offered in 
this cause. 

I compliment them and particularly, Ms. Sullivan. Thank you, 
Mr. Chairman. 

Chairman Pepper. Thank you, Mr. Skelton. 

Chairman Miller. Fd like to introduce Dr. Roy Rowland who is a 
member of the Select Committee on Children, Youth, and Families 
and represents the State of Georgia. 

STATEMENT OF REPRESENTATIVE J. ROY ROWLAND 
Mr. Rowland. Thank you very much, Mr. Chairman, and may I 
congratulate both you and the Senator for holding this joint hear- 
ing on the health needs of critically ill children. 

I appreciate this opportunity to learn more about the health re- 
lated problems that confront the families of these children and to 
receive an update on the current status of public and private ef- 
forts to provide necessary medical services. As you know, the issue 
?A/S1^^^^ illness is one of the most pressing concerns in the 
lOUtti Congress and not surprisingly, numerous legislative propos- 
als have been introduced. However, most of these proposals do not 
extend beyond the elderly in providing protection for catastrophic 
illnesses. 

An illness of this kind is devastating, both financially and emo- 
tionally, no matter how old the victim is. However, when a child is 
faced with such an illness, the impact on the family may be differ- 
ent Chan when the victim is elderly. I think it is very important 
that both of these Committees, one that focuses on aging and the 
other that focuses on children and the families have joint hearings. 
It demonstrates a sensitivity to the fact that subtle differences in 
insurance needs for the young and the elderly may exist. 

Although catastrophic coverage for the uninsured or under-in- 
sured has historically been the responsibility of State and local gov- 
ernments, the time, I believe, is right to explore what role the Fed- 
eral Government may play in encouraging reasonable catastrophic 
protection for all who need it. I'm sure that when we leave here 
today, we will have a better understanding of v.hat the needs are 
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for children and how we may best focus our energies on these 
needs. 

I commend the people who are here today to provide testimony 
this morning and I look forward to joining in efforts to address the 
issue of catastrophic insurance coverage for all Americans. 

Thank you very much, Mr. Chairman. 

Chairman Pepper. Thank you very much, Mr. Rowland. 

At this time, if there are no objections, I would like to submit the 
prepared statement of Congressman George C. Wortley for the 
hearing record. Hearing no objections, so ordered. 

[The prepared statement of Representative George C. Wortley 
follows:] 
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"PREPARED STATEMENT OF REPRESENTATIVE GEORGE C. WORTLEY 

Mr. ChairtMn, I comroend you for holding ^nis special joint hearing, l find this 
hearing capecially important at I have the honor of aerving on both select 
coonittees. 

Oftentimes, when we think of catastrophic health rare, we think exclusively of 
the elderly population. We fail to address the rest of the population who are 
alao at risk for catastrophic illness. Thousands of children each year require 
transplants, corrective surgery, or an operation following an acciaent. Indeed, 
the spectnm ia nwch larger than nost of us have been focusing upon. 

So many families are uninsured or under-insured, and it is a tremendous financial 
drain on a couple just beginning their family. The impact of a child's 
catastrophic illness upon a family ia imeaaurable . Beyond the financial 
considerations are the other children in the fsmily-the emotional drain on the 
parents and the possibility that the other children may feel deprived of their 
parents love and attention because so much of the psrents time nust be devoted to 
the chid who is ill. 

All of these aspects must be taken into consideration when discussing 
catastrophic illness. We must widen the scope of our consideration to include 
the younger population and the impact upon the entire family. 
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Chairman Pepper. Fd like to introduce the gentleman standing 
over here to the right who represents the National Foundation for 
Hospice and Home Care and was the one who put together a very 
fine film that we saw a few moments ago in another room, Mr. Bill 

Now, the lady who narrated that film so beautifully and who is 
doing such a magnificent job in this critical an^ of care for the 
children is the lovely lady, a distinguished and beautiful actress, 
Ms. Susan Sullivan. 

PANEL ONE— YOUNGER AMERICANS WITH CHRONIC HEALIU 
PROBLEMS: CONSISTING OF SUSAN SULLIVAN, ACTRESS, LOS 
ANGELES, CA, AND SPOKESPERSON FOR NATIONAL FOUNDA- 
TION FOR HOME CARE, WASHINGTON, DC; RANDY KRAMER, 
MUMI, FL; ANGIE BACHSCHMIDT, WASHINGTON, DC, ON 
BEHALF OF HER SON ROBERT, AGE 4; TRACY SUTTON, PHOE- 
NIX, AZ, ON BEHALF OF HER SON ALEX, AGE 3; SANDY 
RECKEWEG, WALDORF, MD, ON BEHALF OF HER SON JEFF, 
AGE 5; JOE MILLER, LOS ANGELES, CA; STEVEN BROWN, BE- 
THESDA, MD; DIANE FLEMING, BETHESDA, MD; DEBORAH RUS- 
SELL, KALAMAZOO, MI, ON BEHALF OF HER SON DANIEL; AND 
REV. ROBERT ¥L MASFJE, JR., BOSTON, MA 

STATEMENT OF SUSAN SULLIVAN 

Ni8. SuLUVAN. Thank you, thank you Senator Pepper. 

Mr. Chairman, members of the committee, my name is Susan 
Sullivan. Fm here as a member of the Board of Trustees and na- 
tional spokesperson for the Foundation for Hospice and Home 
Care. 

I am sorry that everybody did not see this film and I hope you 
will get a chance to see it another time. 

I have an ofRcial statement that Fm not going to bore you with 
by reading it to you. Fd like to submit it for the record. 

Chairman Peppek. Without objection, it will be received. 

Ms. SuLUVAN. I think that these children and these parents will 
speak far more eloquently on this issue than I can. 

I would like to make one personal observation, if I may, that 
really has nothing to do with the foundation's report. 

It seems to me and I suppose it's partially my observation as an 
actress, as I look around at these children and at these parents, 
that we all have such a deep longing to be taken care of and a hope 
that in this high tech society of ours, somebody is going to come up 
with a solution to all of our greatest fears, those of illness, those of 
d3ing, and that these problems can be solved. I think there is a 
great danger in this hope because I think what happens is that we 
abdicate our responsibility and when we abdicate our responsibil- 
ity, we lose our personal power. 

When my father was dying, he was in the hospital. He had 
cancer. He was ready to come home. This is probably a terrible 
thing to bay, but we did not want him to come home. He did not 
want to come home. We were terrified. We were terrified that we 
wouldn't be able to take care of him. Mv father was a wonderful 
man, but difTicult in the best of times and certainly, these were not 
the b^t of times.' - _ 
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He iid come home. We did take care of h^m. It's alwa^'S hard for 
me to say this because it sounds strange. It was probably one of the 
most powerful, one of the most important times in the life of not 
only my father, but of my family. We came together in a way that 
you can only come together around great issues, around life and 
death issues, around this kind of illness where poeople find out 
who they are. You either rise up and become the best of yourself or 
you don t. T^Kese families have similar careers. 

All these parents want is the opportunity to take care of their 
own. All they want is the opportunity to take on their responsibil- 
ities. 

How can we not help them to do this? 

I think technology is a very poor substitute for humanity. As we 
become even more sophisticated in this society, we are going to 
have to deal with the aging process. We are all going to have to 
learn how to take care of cur own. We have here before you lead- 
ers and great examples of that. So I ask this committee, as yon 
deal with the catastrophic health insurance problems, please don't 
forget these children. I think the only greater catastrophe would be 
if we didn't help them. 

Thank you. 

Chairman Pepper. Thank you very much, Ms. Sullivan, for all 
that you have contributed to this meaningful subject. 
[The prepared statement of Susan Sullivan follows:] 
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PREPARED STATE«NT OF SUSAN SULLIVAN, MEMBER, BOARD OF 
rciJSTEES; AND SPOKESPERSON FOR THE FOUNDATION FOR HOSPICE 
AND HOHECARE 

Mr. Chainnan. Members of the Committee, my name is Susan 
Sullivan. I am here today as a member of the Board of Trustees and 
spokesperson for the Foundation for Hospice and Homecare. 

I have been involved with hospice since the death of my 
father. He had cancer and died at home. I can't tell you how much 
it meant to have him home at that time. 

It was one of the most powerful experiences in the life of my 
family. We lived the last part of his life together. That simply would 
not have been possible if we had left him in a hospital. 

I bec^*me involved with chronically ill children two years ago 
At that ti'ne, I had ) chance to meet some of these children and their 
families. I found their experiences were strangely similar to «ny 
own. 

Chronic conditions and critical illness give you a heightened 
sense of r/hat life is about My father waj at the end of his life 
These children are just beginning theirs. But we share a concern for 
the quality of life. We all want to keep our families together. 

Shortly after meeting these families, I was asked to represent 
the Foundation before a Senate Committee interested in the 
exploring home cj^t for chronically ill chilc^ sn. Although I was 
happy to oblige the Committee, I remember wondering why a 
hearing was necessary. 

The issue seemed so clear and the answer so obvious. I 
wondered why it had to be discussed. 

We all know children belong at home. This instinctive reaction 
is supported by years of research and countless studies which 
document the importance of family support to a child's development. 

We all know about the progress of medical technology. The 
manifesution of that technology is before you. The same technology 
that keeps many of these children alive has been minatunzed to the 
point where it is poruble. This has made it possible to safely care 
for most techonolgy-dependent childre i at home. 

We also know that home care is almost always cost-effective. 
On the average, we found the cost of caring for these children at 
home is about one fourth of the ccst of supporting them in an 
institution. 

So, if it is better for the child and better for the family; if the 
technology is here; and it is safe and cost-effective to bring these 
children home - why isn't that happening? 

Given our society's tradition of concern for the young, what 
about these children makes them so different that we neglect their 
needs? 

Why, as yoo will hear, do we make families move from state to 
sute and even give up their children before we will provide the 
as«.isunce th^y need? 
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Why will the government and most insurance companies spend 
literally millions of dollars a year to support these children in 
institutions but not a fraction of that to send them home? 

Over the last two years, the Foundation's staff has travelled 
across this country to determine the nature and prevalence of this 
problem. We have talked to dozens of families, doctors, nurses and 
other health professionals. We have interviewed representatives of 
insurance companies and we have talked with Federal, state and 
local policy makere. We have produced the documentary you have 
just seen and the report to be discussed by the next panel. 

Our conclusion is that there is one overriding reason this 
problem continues. All of our health programs are structured to deal 
with acute illness. These children, like the growing number of 
seniors on the oth^r side of life, h^ve chronic health conditions. 

What they need is long-term care. What they need is a 
coordinated national program that is flexible enough to adapt to the 
uniqueness of each situation and comprehensive enough to provide 
the assistance necessary. 

Mr. Chairman, I know you and your colleagues deal with a 
dozens of difficult issues every day. Day in and day out you must 
decide questions of national security and economic importance. 

You must worry about arms control and the environment, 
balancing the budget and the deficit, farm policy and foreign affairs. 
All of these and others are complicated issu;;s. They present options 
that seem a thousand shades of grey and require neat judgment. 

This isn't on." of them. Rarely will you have a chance to do 
something so obviously right and so clearly necessary. 

Rarely will you have a chance to do something that can so 
significantly improve the lives of your constituents and the strength 
of our society. 

There is no down side to this issue. There are no ost over- 
runs. You don't have to worry about the adverse reaction of interest 
groups or the enemies you might make. 

This is an issue that has been endorsed by Republicans and 
Democrats, liberals and conservatives alike. The issue here is as 
basic as humanity and as fundamental as compassion. 

In shon, this is chance to be on the side of the angels. All these 
children need is a program that allows them to lead something 
resembling a normal a life. 

As you continue your discussions of catastrophic health 
insurance, I ask you to remember these children. There is no health 
need larger than theirs. In fact, the only greater catastrophy 1 can 
imagine is if we do nothing to help them. 

Thank you. 
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Chairman M1U4ER. Ne^.t we will hear from Randy Kramer from 
Miami. 



Ms. Kramer. By looking at me you may say to yourselves what's 
wrong with her, she looks OK. Well, things are not as great as they 
appear. You are going to have to hear about my disease because 
you can't see it. 

I have a disease called cystic fibrosis. This disease causes thick 
mucus to collect in my lungs, making it difficult for me to breathe. 
To a normal person, it may feel like having the flu. To treat CF I 
take aerosols and medication and somebody hits me for an hour 
twice a day to bring up the congestion to make it easier for me to 
breathe. It s d^^dmg for me to have to live my life around some- 
body to keep me alive, but I fight back and I do eveiything I can in 
my power to keep myself going. 

That is why Fm here today. Fm up against bureaucracy, besides 
having to deal with the symptoms of my disease. I am 27 and on 
the medicare program. I have been eligible for medicare since I 
was 22. Medicare pays my doctor bills and my hospital bills, except 
for the deductible. I see the doctor once a month and am hospital- 
ized at least three times a year for a 2* week stay. In addition, I 
have to go to the hospital twice a day for therapy. I used to have 
my therapy at home until I reached the limit on my private policy. 
But I have to have it in the hospital now. The medicare policy says 
that in order to receive home care, I must be homebound and even 
when Fm homebound. Medicare will only pay for physical therapy 
or skilled nursing up to $500 per year. They do not pay for respira- 
tory therapists, who are qualified and trained to take care of 
people with problems like mine, but they do pay for outpatient 
treatment in the hospital. 

I use the outpatient department at Baptist and Doctors Hospital 
for my treatments, costing $350 per day. 

The cost for the same tre*^tment at home is $50 a day. The gov- 
ernment has been billed— are you ready for this amount— $90,000 
for m^ outpatient treatment since last March. 

I did some research on my own and found that in the United 
States, there are approximately 800 patients with cystic fibrosis 
who receive treatments at the hospital, costing an average of $125 
per treatment. These patients are on Medicare and it is costing the 
government approximately $200,000 per day and $6 million per 
month. 

Now, if these patients were to receive treatment in the privacy of 
their own home, the average cost would be $25 per treatment, 
saving the government $4.8 million per month. 

Would you believe Medicare has closed their eyes to this savings? 
Kathy Gardner, who was put on my case last yean and myself re- 
ceived a letter from Dr. Bowen stating it would require a specific 
l^islative change to have respiratory treatments covered under 
the Medicare home health benefit when serviced by a respiratory 
therapist. The punchline is. Medicare decided to take two of my 
outpatient therapy bills totalling $7,000 and reject them because 
these services were the type that can be done at home. In addition, 



STATEMENT OF RANDY KRAMER 





24 



I used to go to the physical therapy department and exercise with 
the mist treatment and oxygen. This was to try and maintain my 
lungs and try to improve their capacity. After 6 months of treat- 
ment, I was recently notified that Medicare wUl not pay because 
these treatments are not medically necessary. 

The bills amount to $6,000. Whoever denied this should live in 
my body and see how it feels and tell me it is not medically neces- 
sary. More important than the financial savings is that personal 
freedom has been taken away from my life. It's bad enough I have 
to take treatments every day of my life, let alone plan the day 
around going back and forth to the hospital. It takes me 3 hours to 
get one treatment. It takes almost a whole day because I take 6 
hours for two treatments. This makes me feel even worse. I get 
tired, I get sick. I pick up more viruses because Fm exposed to 
them in the hospital. I was hospitalized five times last year and it's 
not my choice to have this done every day. I have to do it in order 
to stay alive. 

A lot of people who ^:ave health problems say oh, Fll take care of 
myself tomorrow. I can't afford to take these chances. The quality 
of my health— my life is very important to me because I don't have 
the quantity. There's no cure for CF. Treatment is directed toward 
other illnesses like asthma, emphysema, chronic bronchitis. There's 
nothing in the book that gives a specific treatment for cystic fibro- 
sis. 

Twenty years ago, they were offering the same treatment that 
they are today. With all this new technolc^, it seems they would 
have found a better treatment or more of a medical help. CF was 
never noticed as a significant problem. That's because they never 
saw anyone live long enough. All of them died at age 12. Some of 
us were lucky to stick around and I'm a part of the new genera- 
tion. I am here today because I'm living and I'm a prisoner of my 
own life right now. I can't get help and I wish you would please 
help me escape because I can't get through all this red tape and 
the President's catastrophic plan would not help me at all. 

It's up to you and Congress to help me and everybody else like 
me. 

Thank you. 

Chairman Milleh. Thank you. Randy. 

[The prepared stateni nt of Randy Kramer follows:] 
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PREPARED STATEME.<T OF RANDY KRAMER, MIAMI. Ft 



Good morning. My name is Randy Kramer. I'm 25 years old and I live 
in Miami. Some of you may be looking at me and thinking, she appears 
to be in perfect health -- why is she here? The fact is I have 
cystic fibrosis, a disease which causes thick mucus to collect an rr.i^ 
lungs, making it feel like there's a pillow over my face when I try 
to breathe. Years ago. this debilitating illness would have required 
confinement to a hospftal. Vow, thouQh, I can fight back, devoting 
my life to taking care of my health. Since I first learned I had CF 
I have become well educated in lung disease and the treatments 
available. For five hours each day I exercise and toke two 
respiratory treatments — in fact, I'll have one as soon as I leave 
this hearing. These treatments are not a cure-all but a means of 
survival. They provide a few hours of relief of not being conscious 
of every breath I take. Having cystic fibrosis has also taught me 
about the baffling bureaucracy of the U.S. health care system. I'd 
like to tell you a little about my experience in that area. I have 
2>een eligible for Medicare since I was 22. Medicare pays my doctor 
bills and hospital bills except for the deductible, which is now 
S520, I have to see the doctor once a month and I am hospitalized on 
an average of three to four times a year. Each time I am 
hospitalized, I stay a minimum of two weeks, in addition. I have to 
go to the hospital twice a day for therapy, I used to have my 
therapy at Iiome until I reached the S50.000 limit on my Aetna 
insurance policy. Medicare won't let me have therapy at home because 
I don't meet their criterion of being homet>ound. Even when I am 
homebound. Medicare will only pay for a physical therapist or a 
skilled nurse. They do not pay for the respiratory therapists who 
are qualified and trained. Because of these quirks in the benefit 
structure, I am forced to use the outpatient department of the 
Baptist Hospital for my treatment. The cost of t/iese treatments is 
roughly S350 a day, but the cost of the same treatment at home is 
about S50 a day, "*he government could save a lot of money by letting 
me get therapy at home. It would be better for me because every tin,e 
I go to the hospital, I am exposed to sickness that could cause 
readmission to the hospital. I am burning up my Social Security 
money on transportation, and the trips back and forth also mean wear 
and tear on my 2>ody. As you know, there is traffic in the morning 
and getting up at 6 o'clock in the morning is difficult for me. I 
have a new insurance policy which is supposed to cover 80 percent of 
what Medicare doesn't pay. I thought it sounded promising, but it 
has a SI, 000 deductible and it doesn't cover home care. Another dead 
end, I have tried everything I can think of to try to get coverage 
for my treatments at home. I wrote Congressman Pepper, who then 
wrote a letter to Secretary Bowen at Health and Human Services. The 
reply was negative. Mr. Don Newman, Under Secretary of HHS, wrote 
that, although there are some parts of the Medicare law in which 
there is flexibility, this was not one of them, I am not "hoaebound" 
and so the home care benefit is denied to me. ^eriod, I 've also 
tried persuading my insurance company to cover home care, but without 
success, Vhen I get sick, I need help, and I need help from getting 
sick. I don't think It should be such a struggle to get the 

high-quality health care I need in the best possible setting. 
Limitations on the provision of health care are hurting rather than 
helping Vith all the hard decisions legislators have to make in 
light of current budgetary constraints, expanding health care options 
outside the hospital would save money, and improve the health of 
many. I should tell you that there was another development in my 
story just last week. I got a notice from Medicare that they would 
not honor over S7500 in bills for my therapy, even though these are 
expenses I know they've covered for me in the past. And what was the 
reason cited? In a classic "catch 22" response, the notice said that 
Medicare couldn't pay for these services in the hospital because they 
could be provided in the home. Can you believe it? 

I am A fighter and I intend to keep fighting this illogical 
situation. I hope those of you in Congress will pay close attention 
to the stories presented today and work to enact aome kind of policy 
to help those of us with chronic illnesses. The President's 
catastrophic plan would not help me at all. It's up to those of you 
in the Congress to help us. In my case and in many others, the home 
care option would save the government money about S4.5 million per 
month, according to my calculations, for cystic fibrosis patients 
alone. Thank you. 
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Chairman Pepper. We're going to question the witnesses later, 
but I can't refrain from saying that what Ms. Kramer just told us 
not only indicates the callousness, but the ridiculousness of the pro- 
gram that we follow today. Fm sure that our committee here joint- 
ly is going to recommend a new definition of homebound, which 
will permit you to get the home care that you are entitled to re- 
ceive, Randy. 

The next witness will be Mr. Robert Bachschmidt, age 4 of Wash- 
ington. He suffers from muscular dystrophy. He's accompanied by 
his mother, Mrs. Anfrie Bachschmidt and we'll be glad to hear from 
you. Mrs. Bachschmidt 

STATEMENT OF ANGIE BACHSCHMIDT 
Mrs. Bachschmidt. Good morning. 

I am Angie Bachschmidt and I'm from Washington, DC. I am 
here to tell you about my youngest son, Robert. He's age 4 and he 
suffers from muscular dystrophy. He has a seve?.*e form of muscular 
dystrophy that is congenital and has kept him in and out of the 
hospital intensive care units for 2 years of his life. While in the 
hospital, he was placed on a ventilator to save his life. Because we 
realized that Robert would probably need ventilator assistance for 
the rest of his life, and we so desperately wanted him home with 
us, his father and I approached the staff of Children's Hospital of 
the King's Daughters in Norfolk, Vii^ia, where we were living at 
the time about the feasibility of caring for Robert at home. We 
were informed that neither the hospital nor the State of Virginia 
had the necessary resources to properly care for Robert at home. In 
desperation, we approached other hospitals outside the area. Phila- 
delphia Children's Hospital turned us away; so did Beth^sda Naval 
Hospital. Finally, in April, 1984, Children's Hospital National Med- 
ical Center in Washington, D.C. accepted Robwt as a child to re- 
ceive home care. 

My husband is a first-class engineman in the Navy and through 
the Navy, we are covered by CHAMPUS health insurance. When 
Robert was accepted at Children's Hospital, the Navy graciously 
granted us a humanitarian transfer to Washington, DC. At the 
time of our transfer, CHAMPUS approved Robert's home care and 
agreed to pay for his medical costs. Then we got unsettling news. 
CHAMPUS would pay a maximum of $1,000 per month for home 
care expenses. This amount would not even cover the rental costs 
of Robert's equipment, not to mention needed supplies, nursing 
care and the other resources necessary to ensure quality care at 
home. Despite our attempts to reason with them, CHAMPUS re- 
fused to cover our expenses. Robert remained at Children's Hospi- 
tal, where his expenses for 18 months of hospitalization totalled 
$865,800. Home care for this same period of time would have been 
approximately $90,000— nearly one-tenth of the cost of hospitaliza- 
tion. 

In an unsuccessful attempt to get access to home care, our family 
had moved from Virginia to Maryland, where we heard the 
chances were better. Again, in hopes of having Robert home with 
the family, we had to move to Washington, DC. We were told that 
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with special permission, medicaid would cover expenses for home 
nursing. Finally, in January of 1985, Robert came home. 

Robert has received home nursing care for 2 years. CHAMPUS 
pays for most of Robert's supplies such as the respirator and cath- 
eters, as well as equipment needed to clear his lungs. Even so, 
many of Robert's needs go unmet. He does not receive any physical 
therapy, occupational therapy or speech therapy because these are 
not reimbursable by CHAMPUS or medicaid. I am responsible for 
the costs such as increased utility bills, transportation, and other 
additional costs. I wish my family could get assistance in dealing 
with the stress of caring for technologj'-dependent children, either 
in the form of respite care or social work and counseling. Unfortu- 
nately, such resources are not available. I am left alone to pull all 
the netessary resources together and figure out how to pay for 
them. 

Saving a child with modem technology is a blessing. Bemg able 
to keep that child at home is a blessing too, but unless there is 
some guarantee of provision of comprehensive services, quality 
home care is impossible. Being at home with his family has made a 
wonderful difference for Robert. You wouldn't believe it's the same 
kid who was in the hospital. They say children who have been 
trached can't talk, but he talks. He laughs and smiles and will kiss 

I think families should have the right to care for their children 
at home, regardless of the State they live in and who's going to pay 
the bills. Having a chronically ill child is difficult. At least families 
should be given the help they need. 

Thank you. 

Chairman Pepper. Thank you very much, Mrs. Bachschmidt. 

Chairman Miller. Next, we will hear from Tracy Sutton, the 
father of Alex Sutton, of Phoenix, Arizona, who suffers from Tay- 
Sachs disease. 

Mrs. Sutton. All right, we have a little change, his mom's going 
to speak. 

Chairman Miller. You changed the order and mom's going to 
talk here? 

STATEMENT OF TRACY SUTTON 

Mrs. Sutton. Good morning. My name is Tracy Sutton and I'm 
Alex's mom. Alex will be 3 next month. I'm here to tell you about 
him. He suffers from Tay-Sachs. It's a degenerative and terminal 
disease which causes the breakdown of the nervous system. Alex 
developed as a normal child until about the age of seven months. 
At that time we noticed that he was not learning new things. 
That's when we became anxious to find out exactly what was going 
on. The doctors told us what they wanted to do was wait until Alex 
was a year old before they did any analysis because typically chil- 
dren develop at different rates. We felt that th3re was definitely 
something wrong. We took him to a child development specialist 
and she suspectSi he was going to be severely retarded. We didn't 
know why. We decided to go through further testing and that's 
when we came up with the knowledge that Alex had Tay-Sachs 
Disease, a genetic disorder. 
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The doctors first said that Alex would live approximately 3 to 5 
jrears. Now they said it's back to 3 to 4 years. They warned us that 
Alex s development would reverse and he would go back to being 
like a baby, which is pretty much where he is now. He can't do 
much of anything. He's blind. He can't laugh or cry or even move. 
He IS m constant need of respiratory treatment to prevent pneumo- 
nia. His feedings are given by means of a G-tube. He has a series of 
medications he has to take to control his epileptic seizures, which 
sometimes last 25 to 30 minutes. It's very difficult to get the right 
combinations of medications to keep his seizures under control. His 
medications also have serious side effects such as internal bleeding 
and liver toxicity. 

In the State of Arizona, there are no financial programs estab- 
lished to aid people with this type of catastrophic illness. It's hard 
for me to believe that there is no program set up for children in 
Alex s situation. The only options open to us would have been to 
have the insurance company allow him to stay in the hospital on a 
full-time basis, which they didn't want to do, or make Alex a ward 
of the State, in which case we would have to give him up. We don't 
want to do that. Alex is our baby. We want him at home with us. 

Fortunately, we were able to persuade our insurance company to 
cover home health care. This \ as not an easy task, but with the 
assistance of numerous doctors, they finally conceded it is the best 
kind of care for Alex and it is also a better bargain for the insur- 
ance company than hospitalization. Tony had Blue Cross-Blue 
Shield which would cover 80 percent of total costs. In our case 
that s 80 percent of $200 to $250,000 a year, so the 20 percent that 
we would cover out of pocket, would still have been an awful lot 
and in fact, there is even a maximum on what Blue Cross can pay 
for catastrophic coverage. We are more fortunate than most be- 
cause I work for a large hospital system and have excellent insur- 
ance. If I didn t have that, I don't know what we would do. 

Obviously, there is a great need not only on the State level but 
at the national level. The new Reagan plan wouldn't do anything 
tor children, so that's not the solution. There needs to be an aware- 
ness of the catastrophic health care needs of children. Policies 
must be created to establish precedents, so that when someone is 
faced with a situation like this, they know where to turn for assist- 
ance A catastrophic illness such as Tay-Sachs is emotionally 
straining and the victims should be assisted with their financial 
burdens. 
Thank you. 

Chairman Peppfr. Thank you very much. 

Now, the next witness is Jeff Reckeweg. He's age 5 from Wal- 
dorf, Maryland. He has hyperventilation syndrome, a respiratory 
disorder. He's accompanied by his mother, Ms. Sandy Reckeweg, 
and we would be pleased to hear you. 

STATEMENT OF SANDY RECKEWEG 
Ms. Reckeweg. Good morning. My name is Sandy Reckeweg and 
I live m Waldorf, Maryland. I would like to introduce you to mv 
5y2-year-old son Jeffrey. 
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Jeff and many others like him are the reason we are all here 
today. When Jeff was 14 days old, he stopped breathing for the first 
time. This was the beginning of our son's numerous and perplexing 
medical problems. Our son suffers from a rare and little under- 
stood disorder called hyperventilation syndrome. This is a com- 
bined respiratory and brainstem disorder in which Jeff does not ap- 
propriately respond to CO2 in his bloodstream. As a result, during 
sleep and even at times during the day, JefPs breathing becomes 
dangerously shallow. This can lead to chronic respiratory failure, 
heart failure and death if the child is not properly ventilated. In 
short, our son's life depends on the miracles of today's technology. 

Jeffrey spent the first 18 months of his life in a pediatric ICU. 
Those were difficult times for our entire family, especially for our 
older son, who was only 3 years old when Jeffrey was bom. 

When the decision was made to trach and ventilate Jeff during 
sleep, we all talked about home care as an option. After 18 long 
months, we were more than ready to bring our son home and hope- 
fully enjoy some sort of family life. I was absolutely obsessed with 
getting our son home. The hospital was raising our child. When a 
child is in the hospital for a long period of time, one begins to lose 
perspective that he is your child. It almost felt like our child be- 
longed to the hospital. His doctor would not release him without 
skilled nursi ig care. The biggest obstacle was money. JefPs health 
insurance was used up by the time he was 9 months old. We were 
in a real dilemma. We were told our son would never again have 
health insurance. Imagine being nine months old and being unin- 
surable. After contacting the press and much, much persistance. 
Crippled Children's Services of Maryland agreed to pay for JefP s 
home care on a temporary basis. 

My husband and I have gone through many emotional ups and 
downs the last 5V2 years. We've experienced fear of losing our son, 
anguish over not being able to bring our son home due to lack of 
money, and despair over huge hospital bills due to not being able 
to qualify for any assistance, because my husband made too much 
money, even though Jeff had no insurance. To this day, we still 
owe Children's Hospital $800,000. 

We felt joy at JefPs survival and at finally being able to bring 
him home and pride at the wonderful success his home care has 
been. We are very blessed to now be covered by the State of Mary- 
land model waiver program. Without it, Jeff might very well have 
grown up in a hospital intensive care unit. Up until his discharge 
at age 18 months, Jeff had never seen it rain, seen a flower or ex- 
perienced the thrill of coming down his stairs on Christmas morn- 
ing. 

It is difficult to comprehend what Jeffs life would have been 
growing up in a hospital. Jeff now attends kindergarten in our 
area school, rides his big wheel with his friends, eats popsicles, 
learned to ski this winter and is even signed up to play soccer next 
month. Quite a fun and high-quality life for a child who depends on 
technology for survival. We are fortunate to have such a State pro- 
gram. However, there are others in similar circumstances who do 
not have the same. There are only a handful of States with such a 
program. 
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Our population of children is surviving illnesses which 10 years 
ago they would never have survived. People have to understand, 
technology IS often keeping these children alive. However, our soci- 
ety really does not know what to do with these children once they 
have survived I feel every child deserves the right to grow up with 
a loving family. I recently asked Jeffs 8-year-old brother what he 
liked best about having his brother home. He replied, "I love the 
things we do together". He also replied to me, "I hate when Jeff 
goes into the hospital. I am so lonely without him". They are each 
other s best friends. 

The average person takes something so simple as growing up 
with a sibling for granted. These children have so much potential 
Lets make home care an available option for all chronically ill 
people, young and old. ' 

Thank you. 

[The prepared statement of Sandy Reckeweg follows:] 
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PREPARED STATEMENT OF SANDY RECKEWEG. WALDORF. MD. . ON BEHALF 



OF HER SON JEFFREY 



Good morning. My name is Sandy Reckeweg and I'm here to tell you 
about by son Jeffrey, who*s five years old. When Jeff was about 14 
days old, he stopped breathing for the first time. I was holding him 
in mv arms in our bed and noticed he wasn't breathing. In a panic, I 
screamed at my husband and after trying several things desparately we 
finally started Jeffrey breathing again. 

Jeffrey got progressively worse instead of getting better and 
after an initial misdiagnosis of sleep apnea, they tested him again 
and gave us the diagnosis of Ondineo — a syndrome in which Jeffrey's 
brain fails to tell his body to breath at night during sleep. This 
can Aappen at any time. 

Jeffrey was in the hospital for about 18 months. He was in for a 
year and home for about five weeks. Then he would be in the hospital 
for three weeks; he'd be home for a day; he would have respiratory 
arrest; he would have to go back to the hospital; he would spend 
another month; he would come home for two days; he would arrest 
again; he would be back in vhe hospital. So finally,, we just decided 
to keep him in the hospital . 

Then the doctors decided to put Jeff on a respirator full time 
whenever he sleeps. This would allow him to stay at home. And after 
'4>cnding that much time in the hospital, I was very ready for Jeffrey 
to be at home. When Vou have a child who's in the hospital for that 
long, especially in intesive care or a critical care unit, you sort 
of lose the perspective that he is your child. You can't even give 
him a hug in private, say. You have to always feel that, you know, 
;he doors ate open. I wanted to raise ray own son. 

The biggest problem was and is MCWEv. We had a health insurance 
policy with a limited lifetime coverage of $100,000. That was 
completely exhausted no more than 9 months after Jeffrey was born. 
We were told by different insurance companies that he could never get 
insurance with his pre-existing condition. We even applied for 
Medicaid, but were turned downed because the State said we had too 
much money. The result? We are now in debt for about $800,000. It 
costs over $600,000 a year fo- the health care Jeffrey needs to stay 
alive in a hospital 1 

I wrote letters and called everyone I could think of. I was 

absolutely obsessed with getting Jeff home. Then, we got lucky. The 

Crippled Children's Services of Maryland agreed to pay for home care 

for Jeff. It costs about $14,000 a month ~ about one fourth the 

cost of care in the hospital. This includes 16 hour a day nursing 

care, the rental of his respirator,, his oxygen, all of his t Mipment 
and medical bills. 

There's a big difference with Jeff at home. He's brigher. He's 
happier. It's really hard to explain how much he's grown. He came 
home a docile little kid without any spunk at all. He had never been 
outside. He'd never seen a cloud; he'd never seen it rain; he never 
seen it snow. So when we got him home, the first thing we did was to 
take him r»ut and who him all the nature of things people take for 
granted that these kids can't experience when they're growing up with 
four walls of an intensive care unit. Now Jeff has a wonderful life 
and there are very few limits on what he can do. 

However, the support from Crippled Childrens could end at any 
time. If that vrould happen I don't know what we'd do. I do know 
that we can't afford the cost of his care. People have to 
understand, technology keeps many kids alive. But nobody seems to 
know what to do with them once they are alive, and I really think • 
society owes them the right to be at home getting the health care 
they need. We need a catastrophic health care program which would 
provide this — every day that goes by without it, people sufftr. 
Thank you. 
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Chairman Pepper. Mrs. Reckeweg, I just want to comment so 
that the record will show what a lively handsome little fellow Jeff 

18. 

Ms. Reckeweg. Thank you. 

Chairman Pepper. He's writing now with a pencil and smiling 
and enjoymg, apparently, what's going on here— being in the spot- 
light. That little child might not be alive if it had not been for 
what you told us it was possible for you to have been able to give 
him. 

Ms. Peckeweg. You better believe it. 
Thank you very much. 

Chairman Pepper. There's a lot of illness today that we don't 
have the answer for. 

My wife passed away with cancer. I resorted to every source that 
I blew of to try to find some way to save her. There wasn't any. 

But we do have technologies now that will save the lives of many 
and make it possible for them to enjoy relative health. Surely, 
surely we must provide some way to make that technology avail- 
able to those who need it. 

Chairman Miller. Thank you. 

Next we'll hear from Joe Miller, who's from Los Angeles. 

STATEME^n OF JOE MILLER 

Mr. Joe Miller. Good morning. I'm 18 years old and I live in Los 
Angeles, California. 

In 1985, about 2 years ago, I was at my friend's house. It was the 
day before our finals at school, our mid-semester finals. We were 
leaving, gettmg ready to go study, I was riding my 10 speed and I 
was going up the street. All of a sudden, my front tire flipped off 
and I landed on my head and I broke my neck. 

I spent the next 7 months in the hospital and I was pretty much 
paralyzed from about the nipple line of the chest down. One day 
when I was m the ICU unit, I asked the doctor if I was ever going 
to be able to walk again and function normally. He told me no, 
that I wouldn t be able to, but that anything's possible, you know, 
since they don t know too much about the spinal cord. But he told 
me that he assumed that I would never be able to walk again. 

It was rough for the first few months but I have slowly been ad- 
justing every day of my life now. The biggest problem Is that I need 
nursing care at home, but since the government will not pay for it 
my mom has been having to take care of me and that means she is 
unable to work. We have trouble, you know, making ends meet 
from month to month, week to week, with rent, pills, et cetera. 

We have filed with the Social Security and homemaker chore 
pro-am they have m California to get help. We finally were grant- 
ed the homemaker service and we found they would pay $3.72 a.i 
hour for the 7.5 hours of care a day they thought I needed. With 
the help of my social worker, we were able to prove I needed more 
toan 7.5 hours of care. However, it's impossible to hire anyone for 
an hour. No one will work for that, so we've been put in a 
position of going on welfare. 

I was granted Social Security, but because my older sister 
worked, they considered her income as part of the household's. 
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Therefore, I was allowed only $38 a month Social Security. When 
my sister moved out, they increased my SSI to $103. We face the 
same problem with my younger sister, Kathy, who is 15. She wants 
to get a job to help, but if she brings in additional family income, 
they'll cut my SSI benefit*, more than likely. 

These kinds of policies force people to do desperate things. I had 
a friend v/ho was in the hospital— my roommate for a while— and 
then he left the hospital. He had nursing for a while and then they 
cut it. He was pretty depressed about his situation. When they cut 
his nursing, he contemplated and tried to commit suicide. I guess 
he felt that it wasn't worth putting people through the problems 
that they would have to face not being able to be taken care of, 
whatever, and having his parents take care of him. 

It seems to me almost like someone is trying to make things diffi- 
cult for us. They are telling us that we can't justify our needs. It'i 
crazy because a week's cost of keeping me institutionally^ is more 
than the cost of caring for me at home for 10 months. Bills for my 
stay in the hospital are coming in at $18,000 a month. On the other 
hand, medical suppUes and everything run about $500 to $1,000 a 
month for my care at home. So far most of my bills have been paid 
by my parents' insurance policies. Between the two of those they've 
pretty much covered it, but because my mother takes care of me 
now, she can no longer work. Her coverage is ending and my fa- 
ther's insurance will only continue for a year. 

After that, I don't know what will happen. I do know that the 
bills are very, very horrendous and unless some changes are made 
under the government policy, I'm going to be facing a lot of these 
problems and challenges for the rest of my life. 

Thank you very much. 

Chairman Pepper. Thank you, Joe. The next is Steven Brown, 
age 22, from Bethesda, Maryland. He has Duchenne's muscular 
dystrophy. He's accompanied by his mother, and Steven, we'd be 
pleased to hear from you. 

STATEMENT OF STEVEN BROWN 

Mr. Brown. My name is Steven Brown. You see my situation. I 
doubt that anybody would agree with me, but if it happened to you 
and you could not be at home in the security of your family to live 
your life normally, comfortably, with dignity and respect for the 
human condition for society as we know it. 

Thank you very much. 

[The prepared statement of Steven Brown follows:] 

Prepared Statement of Steven Brown, Bethesda, MD 

My name is Steven Brown. I am 22 years old and have Duchenne's musculas dys- 
trophy, a disease that gradually weakens the body's muscles. 

In 1984, 1 was having trouble breathing and was close to death. I would have died 
if I had not been put on a ventilator and been fitted with a trach. I knew the sur- 
gery was risky but I decided to take the chance. I wanted to live. I was not ready to 
die. 

I've been living at home with the ventilator for two and a half years If I had to 
live in a hospital, I wouldn't want to live anymore. People on ventilators still have 
rights and I want to be with my family and friends. My life is worthwhile because I 
have my home, family, and friends. A hospital cannot be compared to a home 

I think that anyone who elects to live a life dependent on technology should also 
have the option of living at home. Our public policies should not prevent anyone 
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^^i" SS?^^^/"^ ^® ^on^e. Please help make sure this is pos- 

sible. Thank you. *^ 

Chairman Pepper. Thank you Steven for your excellent state- 
ment 

Chairman Miller. Next we'll hear from Ms. Fleming. 

STATEMENT OF DIANE FLEMING 

»fe. Fleming. I am Diane Fleming. I am married and the mother 
of three children, two of whom are handicapped. 

Steven is here with me today. He is of Korean American descent 
arid was adopted when he was three years old. He has Duchenne 
type muscular dystrophy. 

Chairman Pepper and Chairman Miller and members of this 
committee, I speak to you today after 19 years of caring for and 
loving a remarkable young man, my son Steven. We have had the 
support of the Muscular Dystrophy Association, Maryland Medic- 
aid and last, but not least, our HMO Group Health Association. We 
nave had home care nursing for 2% years. 

I know Steven's indomitable spirit and his stubborn will to live 
really depend m large measure on his being a part of our family 

Steven has muscular dystrophy, a progressive disease that slowly 
weakens the body's muscles. Until the age of 19, Steven was able to 
breathe on his own, but in 1984, weighing less than 80 pounds, 
unable to swallow, with heart and respiratory failure, Steven decid- 
ed to opt for life. The doctors warned about the ris^i of the neces- 
sary tracheostomy. They pontificated about t^^- quality of life. One 
doctor told me, if he were my son, I would take him home to die, 
but Steven didn t listen. He chose instead, with characteristic stub- 
bornness, to live. In effect, he said, ' gentlemen, give me the quanti- 
ty and I will take care of the quality." Steven is one of the oldest 
surviving victims of this type of muscular dystrophy. Against all 

>r V n J ^^^^^ death, depression, despair and statistics. 

Totally dependent on a respirator, a complete life support 
system, with 24.hour nursing care for his medical and personal 
needs, he still draws his exquisite pen and ink sketehes, supervises 
the planning of an herb garden outside his window, sculpts tiny 
rosebuds m wax to be made into jewelry for his friends, raps with 
his friends, enjoys his music, goes to the movies with all his life- 
saving paraphernalia, laughs and loves and is very much in charge 
01 his own universe. 

At th^ time of Steven's decision to choose life support technology, 
the question of how we would pay for it was not an issue. Steven 
was covered by our high option health insurance policy with Group 
Health Association and they'd always covered his medical ex- 
penses. 

After the surgery, the doctor gave Steven 3 months to live. Be- 
cause the prognosis was so poor. Group Health agreed to make an 
exception to their policy and cover Steven's care at home. Through 
Oroup Health's Continuing Care Department, home care is provid- 
ed m some short-term cases, but Steven is their only subscriber on 
a ventilator with home care nursing. 
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They agreed to pay for 24-hour nursing, the respirator and all 
the necessary respirator suppUes which has oiucunted to about 
$15,585 per month. Maryland Medicaid covers his prescription 
medicines, his nasal gastric tubes, feeding bags and syringes. This 
amounts to close to $607 monthly. 

Muscular Dystrophy has paid one-time equipment expenses, such 
as suction machines, a hospital bed and feeding pump of close to 
$2,000 and in the past 2 years, wheelchair repair and maintenance 
coste of $1,250. The total daily cost of the care he currently receives 
at hc^e is $574 for daily care. Hospitalization would cost close to 
$1,500 per day. 

The bottom line, in our case, is that if Steven had stayed in the 
hospital for this past 2% years, it would have cost Group Health 
about 1.27 million. As it is the bills for his home care have amount- 
ed to $488,000. Home care then represents 38 percent of hospital 
care in Steven's case. 

The resources which we have available in America are immense. 
Private organizations such as the Muscular Dystrophy Association 
in our case are ready, willing and able to help with patient care to 
the best of their ability. State and county programs, in some States, 
provide many heaJth care services— counseling and respite care, to 
mention a few— but the availability of these services is not known 
by the average person in need of these services. 

How does one know where to go for help when one do^n't even 
know that help exists? When catastrophic illness hits one's family, 
the emotional stress limits the functioning abilities of even the 
most articulate and informed person. 

I cannot envision completely how to implement the needed Fed- 
eral policy for home care, but I know it is essential that we have a 
Federal clearinghouse to disseminate information about available 
resources. That's a first step, but you must remember these serv- 
ices still do not meet the medical needs of those people who are 
catastrophically ill. 

We lave been very fortunate in having home care nursing for 
Steven. I urge you to make provisions to ensure that all people who 
need home care can receive it. 

Thank you. 

Chairman Pepper. Thank you very much. 

Chairman Miller. Thank you. 

[The prepared statement of Diane Fleming follows:] 
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STATEMENT OP DIANE FLEMING 
BETHESDA, MARYLAND 
March 23, 1987 



My name is Diane Fleming. My son Steven has Duchenne's 
muscular dystrophy, and I want to tell you little about his 
case. 

°^ Steven was able to breathe on his own. 
Shortly thereafter, his condition deteriorated to the point of 
near death due to the progressive weakening of his breathing 
muscl es . 

YOU can understand my horror when his doctor told me, "If he 
were my son I would take him home to die." Steven told me he 
wasn t ready to die. He decided to risk surgery and live his 
life on a ventilator. 

At the time of our decision in favor of life -supportive 
technology, i never gave a thought to how we'd pay for it 
Steven was covered by Group Health Association, an HMO, and 
they d always covered all his medical expenses. wTiat I didn't 
know was that the policy did not cover home care. I also had no 
idea of the extent of Steven's medical and therapeutic needs at 
home . r « ». 

litrJ^^tl^l^^ surgery, the doctors gave Steven three months to 

Because the prognosis was so poor. Group Health agreed to 
make an exception to their policy and cover Steven's care at 

? 24-hour nursing, the respirator, a 

Uattery, gloves, tubing, suction catheters, and respirator 
nnu^i^^:if'''Tl^^ S15,60fl per month. This in no waj 
covered all of Steven* s needs and I was left with the 
responslhility of finding additional resources. The Muscular 
Dystrophy Association (m>A) paid for Steven's wheelchair, 
feeding pump, bed, and suction machine ($7,500), and gives us 
M«r»7f«S°!] nalntenance and special mattresses, 

Maryland Medicaid covers his tube feedings, feeding baas 
syringes and alcohol swabs, adding up to $700 per month. 
Hospitalization would cost $1,500 per day, or $46,500 per month 
whereas home care costs about $17,000 a month. 

I am so pleased to have Steven at home with us. However, 
Juggling all of these resources is exhausting and difficult 
Even with Group Health, the MDA, and Medicaid, my family was 

ntilr-^^'il^ '' '^^^L'i^^^ ^'""^^^ °" °y ^lusiand and me and the 
other childre.1. Things nke transportation, respite care, and 

^^^"^"^ ^""^"^^^^^ ^ policies that cover home care 
5^^,^ ^^^^^^^ comprehensive care, technology-dependent 

Intitlld experience the quality of life to which they are 

Steven wanted to live, i wanted stever to live. He af' 
immeasurably to our household. Living in a hospital lust ^^uld 
not have been feasible. His quality of life at home, with 
family and friends around, cannot even be compared to a life in 
a hospital. NO child should be denied the right to receive 
total care at home. I *trge you to make provisions to ensure 
that all children who need home care can receive it. Thank you. 
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Chairman Miller. Now we'll go to Daniel's mother. 

STATEMENT OF DEBORAH RUSSELL 

Ms. Russell. Tm Deborah Russell, I'm Daniel's mother and I am 
here today with my husband Scott and our daughter, Margaret. 

Daniel and Margaret are 4-year-old twins. They were bom seven 
weeks premature. After four weeks in the neonatal intensive care 
unit, Margaret came home. Daniel's problems were more severe. 

ASber 5 weeks on a respirator, he was given a tracheostomy. His 
condition continued to decline and he was transferred 150 miles 
away to Detroit Children's Hospital. There it was discovered that 
he had a rare congenital problem with his airway, which was caus- 
ing ii to collapse and actually grow shut. A specially made trache- 
ostomy tube was inserted to hold this area open. The respirator 
tube had obliterated his delicate upper airway and paralyzed his 
vocal chords. For 5 months we were with Daniel as he was shuttled 
between the two hospitals. His condition went up and down. We 
had our tiny six^pound baby with us, our other baby, also. 

Today, Daniel remains a child with a risk-obligatory tracheosto- 
my. He's had about 30 surgeries to correct his problem and has 
spent several additional months in the hospital. From the begin- 
ning, we have been committed to having Daniel at home. We 
learned all of his care — suctioning, respiratory assessment, trach 
care, resuscitation, tube feedings, cardiac monitor use, respiratory 
treatments, OT and PT exercises, signing and speech therapy. Al- 
though we can do each element of his care, we are not able to pro- 
vide it around the clock without help. We have managed Daniel at 
home most of the time between surgeries due to his successful 
home care program, which includes private duty nursing, extensive 
equipment and supplies and speech therapy. This has been a very 
complex and fragile arrangement involving dozens of providera, 
two insurance companies. Crippled Children money and medicaid 
waiver programs. In reviewing all the stresses of the past 4 years, 
the worry over financial coverage for the home care has been the 
biggest. 

When our kids were bom, I was buying the family's health insur- 
ance through my employer group. This covered 100 percent of Dan- 
iel's hospital care, but only 75 percent of his private duty nursing 
and 90 percent of his equipment and supplies. Of a $45,000-per- 
month hospital bill, we paid nothing. The same care at home re- 
quired us to pay $1,600 a month of a $7,000 monthly bill. Even with 
good insurance, in quotes, the cost of home care was beyond our 
means. , 

We have not really been financially ruined as a result of Daniel s 
medical needs, but we have continually been faced with the threat 
of ruin and a steady reduction of our assets. Making the choice to 
care for Daniel at home has increased that threat. We requested 
the insurance company to waive the co-pay requirement since it 
would save money for Daniel to be at home, but it would not do so. 
After several weeks. Crippled Children's arranged to provide for co- 
pay on just the first 10 weeks of nursing. Then we applied for the 
new medicaid waiver in our State. At first we were denied because 
it wouldn't save the medicaid program any money. Someone sug- 
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gested that we admit Daniel to a nursing home and then perhaps 
he d be eligible since our insurance didn^ pay for that and medic- 
aid would. Later his hospital bills did make him eligible, but then 
we were told he was ineligible because we had him at home. We 
were told we d have to rehospitalize him for 30 to 45 days. We 
would not do it and we started contacting our legislators and doing 
^veryttimg else we could think of to pull out the stops. By then, we 
stated getting rejections from the insurance company for their 
portion of t >e nursing bills. When we tried to follow up we were 
told Master Medical doesn't talk to customers. In the end, we were 
accepted for the waiver, but we still had to go through lengthy 
monthly rec^rtifications and frankly, put up with continuous at- 
tempts to reduce the number of hours and the types of care, always 

tiB?^^ never even seen our son. 

When my husband was job hunting, a primary concern was in- 
surance coverage for Dan. We were afraid to leave Michigan be- 
cause we heard it offered the best in medicaid and Crippled Chil- 
dren s and special education programs. Scott's new employer has a 
reputation for taking care of its people and looked to have good in- 
surance benefits. However, there was a 1-year wait on preexisting 
conditions. We hoped to keep my job until Scott's insurance would 
^gm paying so we wouldn't be totally dependent on public sources. 
However, the waiver was cut back on our nursing and I was forced 
to quit. 

Several months before Dan was to be covered by the second in- 
surance, we started to work with their agents to determine what 
care would be covered. We were initially told that Daniel could be 
admitted to a nursing home which is 50 miles from our home be- 
cause his care was, quote, custodial, unquote, and I still don't know 
what that means, and as such, it was likel> that none of his care 
wo- Id be paid for at home. This was devastating and we also knew 
it was not appropriate. I think you just have to see Dan to know 
that. Finally 9 months later, the company agreed lo pay for the 
care that Dan s physician ordered and I'm not particularly singling 
this company out. I think that this is just a problem with under- 
standing what our needs are. I think this is one of the good compa- 
nies, m other words. 

Last fall, Daniel had a ser i attempt to rebuild his trachea 
using cartilage grafts from ' ' s. He had complications which 
took him to the operating r xtra four times. He was placed 

on a ventilator, had IV feev id medications to paralyze and 

sedate him. After this, Danie' very weak and required respira- 
tory treatments five times per day. He also was discovered to have 
a new problem called gastroesophageal reflex. Stomach acid was 
coming up and going down his airway, damaging it more. Daniel's 
care became so complex during the next months that he had proce- 
dures nearly nonstop and more frequent surgery, and I can tell you 
that our daughter was extremely neglected during that period and 
started having a lot of behavior problems as a result. 

Dan's doctor asked for an immediate increase in nursing hours, 
but It was several weeks and we had still not heard from the insur- 
ance company. Finally I became so exhausted and anxious and de- 
pressed that I couldn't care for Daniel at all. We were forced to 
admit him to the hospital for 10 days and send Margaret to family 
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while I received medication and treatment for n^y stress. To us, ad- 
mitting Daniel to the hospital under this situation was a terrible, 
terrible failure. 

Our new insurance has an upper limit In the iirst year, a quar- 
ter of it has been used. Once we reach the maximum, we'll have 
several options. We can change employers to find another group in- 
surance, likely with the same limitations as the last, or take on the 
burden of his expense, which we cannot afford, or institutionalize 
Daniel, in which case all of his care would be covered by the gov- 
ernment. We feel we're in a Catch-22 situation. Daniel's needs have 
left us also with additional costs and I'm not going to go into them 
because I think they've been covered by other people. I want to add 
that our families have been extremely supportive and helpful, al- 
though they don't live in our State. 

Both our careers are limited now. We've gone from a two-career 
to a one-and-a-half to one wage earner family. The primary con- 
cern in making job and life decisions is insurance coverage to meet 
Daniel's needs, if the coverage is good and the claims are actually 
paid, we don't dare risk changing jobs. When the benefit limit is 
reached, you must move on. This is how we avoid financial ruin 
and keep Daniel at home. 

When Daniel came home, he weighed only 8 pounds and he was 
7 months old. He couldn't sit up. He looked like a little ritroke pa- 
tient. He was labeled, "failure to thrive" at the hospital. He 
couldn't lift his head, he was very weak. He was 3 months behind 
in his development, but he quickly progressed at home and he is 
now a normal 4 year old except for his speech problems, but his 
language comjw'ehension actually tests a year ahead of his age 
level and he has a lot to say. Our kids have been able to grow up as 
siblings together. We are convinced that home care has made the 
difference in Daniel's healthy development. 

As you consider remedies to the problem of catastrophic illness, I 
urge you to include all age groups in your solutions. Such solutions 
must address the overwhelming burden of chronic and long-term 
care and make the option of home care available to families. 

In closing, I ask that you do whatever you can to make it easier 
for families to have their children at home with nursing care. This 
option must be available to families of all incomes because it will 
save money and because the kids will do better and because it's 
right. . 

Please don't penalize those of us who have msurance which 
doesn't cover home care by leaving us without help. Don't allow 
our public programs to lure families into taking their children 
home and then leave their families to disintegrate with inadequate 
long-term support. You will be destroying an important resource. It 
is our wish to be parents and provide a stable, loving family which 
gives our kids the motivation to achieve their full potential. 

Thank you. 

Chairman Pepper. Thank you very much, Mrs. Russell. Ill let 
the record show that Daniel is a delight— a handsome, bright-eyed 
little lad of 4 sitting in his mother's lap. In his own lap he has his 
rabbit and he told Mr. Miller and Ms. Oakar and me the name of 
his rabbit and shook hands with us a little while ago when we 
passed by. 
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It just shows what the technology we have today can do if we 
make it available to those who otherwise couldn't get it. 

Next is the Reverend Robert K. Massie, Jr., age 30 of Boston, 
Massachusetts, hemophiliac and former chaplain o** Yale New 
Haven Hospital, an activist on behalf of chronically ill children. 
Reverend Massie. 

STATEMENT OF REV. ROBERT K. MASSIE, JR. 

Reverend Massie. Thank you Senator and Chairman Miller. 

I have an additional written statement which Fd like to include 
at a later time if that's all right with you. 

My name is Robert Massie. Tm an Episcopal clergyman from 
Boston. I wish that you could come with me today to my parents' 
house m Irvington, New York, which is where I grew up, and come 
up the stairs to our attic. I'd take you to the comer of that attic 
and show you a testimony of my past and that would be eight sets 
of 1^ braces, starting from very small size ranging up to the size 
that I wore as a teenager. I couldn't walk without these leg braces 
because I have chronic, severe hemophilia. 

For those of you who don't know, hemophilia is a genetic disor- 
der m which a person is absolutely normal except for the absence 
of one tiny protein caused in some cases by a single tiny genetic 
error. Because of this error, the blood does not properly clot. Now, 
many people think that the issue in hemophilia is external bleed- 
mg, but that is not the case. External bleeding can usually be con- 
trolled. The problem is internal bleeding, particularly bleeding into 
jomts that have been stressed— and as a child running around, ob- 
viously there's a lot of stress on their joints. 

I bled many, many times into my joints as a child and I missed 
literally hundreds of days of school. I could not walk because of 
hemorrhage into my left and then my right knee that took place 
when I was 5 years old. And when I was 12 years old in 1968, scien- 
tists discovered how to take this clotting factor and concentrate it 
into a high-powered special blood product which I brought for you 
today. It's a powdered product and for me, this concentrate, when 
it came out, was like a miracle. Instead of going to the hospital to 
receive care, wasting precious hours waiting in the emergency 
room until someone confirmed my diagnosis of hemophilia and 
then got sMome concentrate or fraction out of the blook bank, I could 
be treated at home. My parents learned to give me infusions and 
eventually, I, at the age of 14, learned to self-infuse. 

This enabled me to have an independence that I could never 
have known before, to travel far away from hospitals, to cut that 
umbilical cord. It meant that I could travel by myself. It meant 
that I could go to Princeton University and graduate, that I could 
go to Yale Divinity School, that I could be ordained as an Episcopal 
clergyrman and serve in my chosen vocation. It also meant that I 
could take all of those leg braces and carry them upstairs and stick 
them m the attic and leave them there forever. Now, the miracle 
that enabled me to walk again really came in two parts. This is one 
part. 

But the other part was finding the way to pay for this. The cost 
of this single bottle of clotting factor is over $100 and I have to 
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have this at least four or five times a week. Over my life, I've had 
well over 5,000 such injections. This works out to an average of 
about $25,000 a year. Now, you can imagine the story that my 
familv went through is extremely similar to all the stories we've 
heard this morning. Thore were very few, if any, insurance compa- 
nies that were wUling to touch us because I had a pre-existing con- 
dition. 

Time after time my father sought insurance for me and was told 
that the company would be delighted to provide insurance for 
every member of the family except me. At one point my father was 
earning only $9,000 a year supporting a family of four and $5,000 
of that had to go for my medical care. Fortunately, in 1968 my 
family moved to France and we found, when we were in that coun- 
try, that blood products are freely available to all persons through 
their system of national health insurance. The miracle to me was 
that I was covered, even though I was not a French citizen, but 
only a foreign resident. That I can walk into this room today is 
therefore due both to American medical technology and to French 
political compassion. 

Now, in the late 1970s the American Federal Government did 
decide to assist persons with hemophilia by funding comprehensive 
treatment centers which enabled some hemophiliacs to receive 
high quality care and also, to get it at home from their very earli- 
est years. Several economic studies have been done and have 
shown that as a result of this federal commitment of only $3 mil- 
lion a year, there have been net savings over 10 years of well over 
$1 billion. Thousands of children who would have been doomed to 
live completely dependent and pain-filled lives have grown into en- 
ergetic, independent and taxpaying citizens. 

However, you know that there are still hundreds of thousands of 
Americans who have serious chronic illnesses — who are barred 
from insurance coverage— and I urge you to remember that we, 
who are here today, are but a tiny, tiny percentage of this hidden 
group. To me it is an outrage that in our great Nation we have a 
system that gives persons with the lowest medical risk and need 
tne best insurance at the lowest cost whereas the persons who niost 
need insurance coverage are given the worst insurance at the high- 
est cost, if they can get it. 

With regard to hemophilia particularly, there are still many seri- 
ous problems to be faced. You may know that hemophiliacs are in 
constant danger of exposure to the AIDS virus, and private phar- 
maceutical firms are working now to develop a product which will 
be completely virus-free. The companies, however, plan to charge 
from 3 to 700 percent more than the current product. In other 
words, the cost for a person like me could go from $25,000 a year to 
as much as $175,000 a year. 

Members of the Committee, there are thousando of Americans 
like me, but I must say that I was always extremely privileged. I 
had extremely energetic and dedicated and thoughtful parents, like 
many of the parents who are here today, and my parents had a 
profession which enabled them to apply special pressure— that is 
that they were journalists and writers. They were able to take 
their concerns and speak out and put it in print. They were ex- 
tremely dedicated and committed so that when I was barred from 
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my local school, they insisted until I was finally introduced into 
the school system over the objections of the teachers who didn't 
know anything about hemophilia. 

XT J^'^te were always resourceful. When they discovered that 
New York would not teach me to give myself infusions, they went 
down to Philadelphia. But there are many, many people who are 
not Me to withstand the psychological and financial burdens of 
catastrophic lUness with the same abilities that they showed. 

TTiere are many people who are simply crushed by the grossly in- 
eqmtable system of health care we have in this country. The provi- 
sion of medical care— good medical care— is critical. And home care 
for our children is as we've heard today not only medically sound, 
it s also economically wise— and to me it is morally imperative. So 
I urge you to take the steps that will allow these children, all chil- 
<u«n, to cast off the enrfiackling braces of their disease. I hope 
those of you in Congress will enable them to do as I have done, 
which IS to walk freely at last. 

Thank you very much. 

Chairman Pepper. Thank you. Reverend Massie, for your excel- 
lent presentation. 
Mr. Miller, do you have any questions? 

Chairman Millek. Thank you, Mr, Chairman, I want to thank 
every member of the panel for their testimony. 

I find it somewhat difficult to listen to it, I guess, and realize 
that I m almost exhausted here after listening to your tales of 
trying to secure the resources necessary for the survival of your 
particular children, but also for your family. I think that I would 
be correct m saying that in many instances, you're the exception; 
that there ^ an awful lot of families out there who desire the 
same goal of some sort of home health care, some ability to have 
their children home, who simply have not even been able to obtain 
the level of hom^ ealth care that you have. So as tragic and as 
exhausting as yo . stories are, in fact you are still the exception to 
the rule m the ca. of your children. 

One of the things that also comes through the stories is the 
extent to which the illnesses of these children spill over, if you will, 
to other members of the family. If you read through the various 
pieces of testimony there's constant reference to trying to hold the 
family together and to deal with the natural stresses and the 
strams of marital relationships, of children's relationships with one 
another and with their parents through this entire ordeal. Then 
when you see something, as in the case of Joe, you're talking about 
here s your sister. 15 yearr> old. who wants to go out and get a job, 
but Social Secunty is going to tell her she can't do that, or your 
family s going to have to tell her she can't do that, because those 
earnings would decrease her family's income and as a result, would 
diminish your ability to have support from the Social Security Ad- 
ministration. It is unbelievable. I think, to members of Congress, 
when m a sense we keep telling our constituents and ourselves 
that these are the families that we want to aelp. These are families 
who are showing self-sufficiency, tenacity, they're going out and 
banging on every door, cutting every pie^e red tape and then we 
come along and continue to pull little pieces of the support svstem 
away from the families. 
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I don't know, maybe we should establish a bounty that you can 
have half of all the money you save either the insurer or the Fed- 
eral Government, then you would be both wealthy and have care at 
home if the figures are as your testimony represents. You would all 
do very well because youVe been creative enough and resourceful 
enough to turn either federal or private bureaucracies around for 
the benefit of those bureaucracies and for the benefit of your chil- 
dren. 

Randy, in your case, you're telling us that the only distinction 
between the care you get at home and the care vou get in the hos- 
pital and whether or not it will be paid for is the fact that you're 
not homebound by definition. Your care enables you to go out and 
to live an active life and as a result of that, you don't meet the 
definition of being homebound for purposes of reimbursement? 

Ms. KRABfER. I can lead an active life. It's still limited. 

Chairman Miller. No, I understand that. 

Ms. Kramer. It's just the 6 hours it takes to get therapy when 
it's only 2 hours at home. There's a big difFer'>nce. That's 4 hours I 
spend in getting therapy every day. 

Chairman Miller. But at that point for the remainder of the day 
you could then go on about your ordinary coui*se of business. 

Ms. Kramer. Right and then I could exercise and do whatever I 
have to do and do my chores. 
Chairman Miller. But the fact that you have that remaining 
riod of time now, does not qualify you in the sense of home- 
und, is that correct? 
Ms. Kramer. R^ht. 

Chairman Miller. To what extent do any of your families re- 
ceive respite care from the State or other sources? Do any of the 
parents here receive any kind of respite care? 

Ms. Reckeweg. We receive skilled nursing care through the 
State of Maryland. 

Chairman Miller. But does that allow you respite care — I'm 
talking about just for your mental, physical v/ell being. 

I know in California we have a small respite 

Ms. Reckeweg. They had 2 weeks in Arizona, if you're approved 
for the program. 

Chairman Miller. You mean you could get 2 weeks of respite 
care if you live in Arizona. You don't mean they're giving you 2 
weeks in Arizona. 

Ms. Reckeweg. If you live there. 

Chairman Miller. OK. We had a poignant hearing about chil- 
dren with disabilities and in California we have a respite care pro- 
gram. I think they are giving 4 days a month and one young 
woman who was testifying had used 2 days of her respite care to 
come to the Committee to tell us about the lack of respite care. 

Joe, when you're talking about nursing care you're talking about 
attendant care for yourself so you can go to school? 

Mr. J. Miller. Yeah, to put me into bed at night. You see, the 
way I am, it's hard to have a certain set schedule for nursing serv- 
ice. 

They say I could have a nurse for 8 hours a day. Well, wh^t 8 
hours a day should I have the nurse there? Because at night to put 
me into bed, that takes about 1 hour to 2 hours to take care of my 
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need& at night and then once I'm in bed and asleep I generally 
don't need anything until the next morning when I have to get up 
and get ready for school. Then it takes about another hour, hour 
and a half to get me up in the morning. 

And then from there, I never know what's going to be needed 
you know. One morning I can have an accident, where I have to 
have my pants changed, taken ofT and cleaned and put on another 
pair, or I may not be feeling good and I may have to stay home and 
have certain things taken care of and done — it's hard to say. 

You know, you have to choose 8 hours day— well, what 8 hours 
do I choose? 

Chairman Miller. Do you have attendant care now? 

Mr. J. Miller. No, I do not. My mother is taking care of me and 
that^s why she is unable to work. It's really hard on her because, 
you know, she's 5' A" and I'm pretty close to 5' 10", and 140, 145 
pounds. 

Chairman Miller. Have you had attendant care in the past? 

Mr. J. Miller. We had it for about 3 or 4 months after I had 
gotten out of the hospital and then it was refused by the insurance 
company, because they wouldn't cover it, I guess. They teU you in 
the hospital that they will try to get you coverage as long as they 
possibly can for when you leave the hospital where you have a full 
24-hour nursing staff, but from there, they want to see how much 
time they can cut back on the insurance company because like 
they say, the insurance company only pays so much money up to a 
certain amount like 

Chairman Miller. You're not entitled to attendant care under 
Social Security? 

Mr. J. Miller. That's what that $3.72 an hour is for and you 
can't hire a professional for that amount of money. That's like a 
little bit above minimum wage, you know. 

Chairman Miller. No, I understand. I understand very, very 
well. 

We've been battling this out for some time and I guess, you 
know, young people like yourself— are you in school now? 

Mr. J. Miller. Yeah, I'm still trying to graduate. I lost a semes- 
ter of school and so I'm struggling to gain credits. 

Chairman Miller. I know when I went to law school my neigh- 
bor and a number of my classmates were paraplegics and we were 
constantly being called upon in the morning because their attend- 
ants didn't show up or had taken that month's care and not shown 
up or what have you. We find time and again, that we keep trying 
to hire attendants on the cheap and that s exactly what we get- 
cheap attendants. It's very difficult even for people who want to be 

f)rofessional attendants and have trained themselves to make a 
iving doing it. What we find is that people like yourself end up 
going thiough attendant after attendant after attendant after at- 
tendant with no stability or reliability in that system, so in this 
case, it's your mother who now once again is called upon to take 
care of you. 

Mr. J. Miller. I also rely a lot on a lot of my friends. They take 
me to and from school and help me with other needs I may have, 
you know, we sit there and we hang around together, we go out on 
weekends. Without a lot of my friends, I'd be stuck in the house 
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about, I'd say, 95 percent of my time. Right now Fd be stuck at 
home if it weren't for my friends. 

Chairman Miller. Let me ask one other question and that is, the 
other thing that seems to be common throughout this testimony is 
the marked improvement in the children when they do come home, 
in the attention they get. So often when children are institutional- 
ized in hospitals for great lengths of time, it's simply the inability 
of the institution to try to even hope to deliver the kind of care 
that you as parents might. That just seems to run throughout this 
testimony. In JefPs case, you talk about him being docile when he 
first came home and the same was true of Daniel to some extent. 
Obviously neither one of them are at this point, tfiey're well be- 
haved, they're just not docile. 

God forbid a Congressman would criticize somebody's children. If 
you need me to kiss them, I will later. 

But I think that's important you know, because two things 
happen to us in the Congress. One is that, as I sit on the Bucket 
Committee and we are considering all these medicare and medicaid 
changes right now, we're only given the credit for the increased ex- 

P^nditures. If we were to provide the language change in CHAM- 
US or in Medicaid or Medicare to allow reimbursement for home 
health care services, we would aU get chalked up with additional 
spending. There would be no credit tor the savings. 

The other thing that happens is there is no way to figure into 
that equation what it means to the child and to the parent, to the 
relationship and to the healthy development of that child. There 
obviously is no bookkeeping mechanism to handle tha^ but it is 
clearly something that this Congress is going to have to come to 
grips with. 

I just want to thank you very, very much for your testimony and 
thank the children very much for being with us this morning. I 
think the case has fully been made. Once again, this situation is 
what so verj- often we say we want to address and now it's here on 
our doorstep and it's affecting millions of American fami ies and it 
has little or nothing to do, as we have found out, with age. And I 
think we're going to have to be much more expansive in our attack 
on this problem that really, really threatens the stability of these 
families no matter how good, how resourceful you are. 

I don't know many families that can live under that kind of 24 
hour, 365 day stress and you are really to be commended for how- 
ever you've been able to cope with it. 

Thank you, Mr. Chairman. 

Senator Pepper. Thank : — . Mr. Miller. Ms. Oakar. 

Ms. Oakar. Thank you Mr. Chairman. I thank the panelists. 

I guess the frustration that I am experiencing along with my dis- 
tinguished friend, Mr. Miller, is the fact that I honestly believe 
some of the problems are with the regulations, not with the legisla- 
tion. 

Susan told us, and we were glad to have you share that with us, 
about her father and I believe he was in a hospice program. 

I recall several years ago when the administration changed its 
hospice program regulations so that in effect, it wiped the hospice 
program out. The fact is, we legislated the right thing, but tiie reg- 
ulation was problematic and in the case of Randy, it seems to me 
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that HHS is making a broad interpretation of what your needs are. 
Apparently, the way they interpreted that regulation is that you 
are supposed to be restricted to a bed for several hours and so on. 
There's nothing that I know of in the legislation that talks about 
the hours. I could be wrong about that, but then in this case, I be- 
lieve, Mrs. Reckeweg or it might have been Mrs. Sutton, you were 
talking about what your State gives out as options for home care 
and you just don't happen to plug in, but Fm not so sure it's the 
legislation that has been passed by your legislature. It might be the 
interpretation of the bureaucrats and so I think right away what 
we might want to do just as we did for the hospice program we 
might want to look at the regulation, the regulations of some of 
thf^ things. 

Systematically, I've seen interpretations of regulations of the last 
few years being contrary to the spirit of the law so it seems to me 
that there might be some interpretation that we might want to get 
into in analysing some of these programs. 

For example, and I gave one earlier, you have a situation where 
some bureaucrat— the inspector general, who thinks he's a doctor 
of HHS— has now said that even though the doctors feel that these 
kids should have access to their lifeline so they could call a friend 
or their classmate or something or their parents, he says that it's 
against the law and only i<*ederal employees should use that and 
yet, prior to that, these 40 kids were able to call people as part of 
their ability to have some hope and that's a regulation. I just think 
that we ought to take a look at this regulation. 

The other point is that the quirk of the medicare law that says 
that you have to be able to learn for a certain period of time when, 
you know, it's just backwards it seems to me and I think that those 
are doable kinds of corrections right away. 

However, I must say that as much as I am very, very supportive 
of home health care, the real answer is you need a comprehensive 
policy. I mean, we ought to come to grips with that. You shouldn't 
have to go to France to get your medication paid for and this is 
what some of us have tried to do and it's an old idea, but I don't 
know why we don't have national health insurance in this country. 
It's just crazy to me, but let me ask you, Steven, your mother says 
that you decided — well, you said too that you decided and you said 
this on this great film which I hope is going to be syndicated. I 
hope somebody picks it up so people in the country can see this 
fantastic film that Susan participated in, but you said that you 
made the — your doctors, you know, a lot of them and there's some 
marvelous doctors. We have one in Congress, as a matter of fact. 

But you said that your doctors kind of encouraged you not to un- 
dergo this surgery and you wanted to. 

Mr. Brown. Yeah. 

Ms. Oakar. How did you make that decision? 

I mean, who gave you the impetus to challenge them? 

Mr. Brown. Well, my mother and my stepdad had a meeting and 
a conference and they felt it was worthwhile. My doctor at Chil- 
dren's Hospital, for humanity s£^e, didn't want to see me suffer, so 
they gave me the option to have the trach or not. It wasn't very 
encouraging, but I'm glad I had the trach. 
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Ms. Oakar. And you're a good artist, right? Is that what you 
want to do professionally one of these days or what do you want to 
do? 

Fm still deciding what I want to do when I grow up so what 
would you like to do when you grow up? 

Mr. Brown. I do pen and ink when I have strength to do it and 
right now I'd like to make a business of it. Whenever I draw some- 
thing, I give it away. 

Ms. Oakab. You give it away? 

Mr. Brown. To friends, yeah. 

Ms. Oakar. Do you ever think you're going to get involved in 
that commercially? 

Mr. Brown. Well, I don't know. Unfortunately, I don't have a 
whole lot of strength, but I do what I can. 

Ms. Oakar. Mr. Miller, what do you see yourself doing in the 
future? 

Mr. J. MnuBR. Personally, I am going to try to get into psycholo- 
gy, become a psychiatrist— either that or radio broadcasting, one of 
the two. They re the same. 

Ms. Oakar. Same thing, right? 

And we have Rev. Massie, who already is an example of some- 
body who's in a career. 

Mr. Chairman, I just want to say I think what we're talking 
about, beyond everything else is the value of life. How much do we 
in this coimtry value life and that's what I think the hearing is all 
about and I think we ought to pass a bill real fast and change 
those r^ulations as well and put the administration, not to make 
this partisan, on notice that at least things that we have something 
to say about, that they ought to not be trying to thwart the law 
that's already on the books. 

Thank you. 

Chairman Pepper. Mr. Rowland. 

Mr. Rowland. Thank you very much, Mr. Chairman. 

I think that we have heard a common theme that ran through 
all of this testimony here this morning. I believe that Randy set 
the tone for that when she talked about the contradictions in the 
system. The fact that she was tr3ring her very best, in spite of the 
terrible handicap, to live in society, make a contribution to society, 
and enjoy life and then was penalized by doing that. 

I think that set the tone for everything and I listened to Angie 
talk about CHAMPUS and exactly the same contradictions take 
pl».ce there. Angie, there are some changes, I hope, that are coming 
in CHAMPUS now. You are probably aware of some prototype 
studies that are being done to try to change CHAMPUS making it 
an HMO type concept where those kind of contradictions will not 
exist and I certainly hope that works out. 

Basically I agree with you. I don't think the administration ban 
will work. I don't think the plan that has been introduced by some 
members of the Ways and Means Committee will work. 

It only covers about 3 percent of the medicare population— it 
only is for extended acute care in the hospital. It doesn't cover 
home care, nursing home care, prescription drugs, or physician's 
fees. It doesn't cover any of those things. In my opinion, it's just 
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another one of those bandaid type proposals that's being made and 
it just really doesn't address the problems that we have. 

Sandy, you talked about you couldn't stay at home even though 
it would cost less to keep your child at home. It's just a shame that 
we're not able to deal with that in a manner. Sometimes, we are 
going far beyond what we need to do, looking for answers, when 
the answers are right in front of our face and I certainly agree 
with you. 

And Joe, you said that your family had been put into the posi- 
tion of going on welfare. You know, that's a thing that we hear so 
often is that people, families deplete all of their assets and then 
they find themselva in a situation where they become dependent 
to a point that they really don't need to be. We must find some 
way to address that. 

Steve, living at home meaxis everything to you. So many people 
don't understand tfiat. They just take for granted that Uiey can 
live at home and how great that is, but you realize that that is so 
important and most people don't even understand that. 

And Deborah, you find it cheaper to have your child in the hospi- 
tal than taking him home. I think that we'll find with the cata- 
strophic insurance proposals that that's exactly what's going to 
take place. Families will find it is going to be cheaper for them to 
try to keep the patients in the hospital. In these cases, we may find 
families and doctors and hospitals in an adversary situation if that 
insuramce passes because the families, many times, want to keep 
the person in the hospital rather than take them heme. 

And Robert, I was listening to you about your hemophilia and 
when the concentrate came along, it was really a boom. I did 
family practice for seveml years before I got into Congress and the 
joint problems v;ere just almost overwhelming. I had about three 
hemophiliac patients that I treated and when that came along, it 
just really made a tremendous difference. 

But, Mr. Chairman, we've heard this common theme that ran 
throughout this testin-ony this morning and I think our Chairman, 
Chairman Miller, touched on this. I think that we are now finding 
that economic considerations are running head on with moral and 
ethical and humanitarian considerations and it is very difficult to 
deal with. 

I don't know how we are going to solve this problem. Congress is 
moving constantly trying to shore up the holes that appear in the 
oyke, trying to stop it here and it breaks out somewhere else. 

It seems to me that Congress must stop, stand back and take a 
look at what we're doing. I think it's time that we look at the 
system that we have in this country. I believe that we're headed 
towards a national health service. What you got in France certain- 
ly made you feel a lot better, but I think they^ be running some 35 
to 40 years behind the British experience. We'll wind up with a 
system of socialized medicine national health care that will not be 
in the best interest of tihe people of this country. 

I think that we are going to have to step back and look at what 
we are doing and stop the bandaid approaches that we've been 
taking over the past two decades that I have been watching this 
very closely. 
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Mr. Rowland. I really thank all of you very much for coming 
today. The testimony that you have given certainly focuses on the 
problems that we are having in the country. 

Chairman Pepper, you mentioned the new technologies and how 
much they are doing to help people in this country, but it's pre- 
sented as a whole new area of problems that we didn't have 25 
years ago. This new technology has thrust us into an area no^^r that 
we must find answers for the questions. Thank you very much. 

Chairman Pepper. Thank you, Mr. Rowiand. Mr. Vento? 

Mr. Vento. Mr. Chairman, I have no statement at this time. I 
commend you for the hearing, and look forward to hearing from 
some of the additional witnesses this morning. 

Chairman Pepper. Mr. Miller, I know what you have in mind. 
You think if you start off as a radio broadcaster, you, too, may 
wind up as President of the United States. 

You noticed in the testimony of Reverend Massie, that he told 
about his family living temporarily in France, and how they got 
the medical care that they needed. The only two industrial coun- 
tries in the world that don't do that for their people— do you know 
who they are? The United States of America and South Africa. 
That's the company we keep. And we see the tragedy that follows 
in the wake of *hat callousness on our part. 

Now, there .*re some very pertinent observations that derive 
from this wonderful panel that we have had here this morni ^, 

The first is, in generm, all of you have testified that thp tient 
having available the technology that was available in ths. nospital 
at home, does better at home than in the hospital. 

Isn't that the consensus of this group? And the second thing is 
that criXs less, with the technology available, to provide that 
techi in the home, than it does in the hospital. Isn't that the 
consenbus of all of you here? 

The third point is the cost that you have to incur, either in the 
hospital or in the home, to take full advantage of that technology, 
is proiJbitive to the ordinary family. Isn't that the testimony of all 
of you here today? 

Then, what is the alternative? You have to ha\'e some help, some 
sort of support system needs to be designed, or else you suffer. 
There are those of you living today here before this committee, 
./ho wouldn't be alive if vou hadn't had the technologies and the 
assistance that you have had. I think all of you will agree to that. 

Now, what do we need to do? All we need to do is to apply the 
principle of insurance. Some of you spoke of insurance policies that 
have been helpful. Generally speaking, I don't know of any insur- 
ance policy t at gives comprehensive care to any individual cov- 
ered by that msurance policy. The insurance companies have made 
a lot of progress. They're ^ king a more advanced attitude toward 
the iubject. I hope they wii* continue to do so. 

My bill, H.R. 65, does provide comprehensive coverage to the el- 
derly, and I'm introditcing anot^^r bill that will provide compre- 
hensive coverage to everybody. We hope the govemm. nt will use 
whatever we formulate— a program that will t^e care of the needs 
that you hav^ presented here today, which will utilize HMOs, in- 
surance companies, hospital associations, doctors' groups and pri- 
vate enterprise, as much as possible, to implement the program 
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that we announce, in order to provide the service. And we want the 
maximum coverage. I sat down the other day in Miami Beach 
around a table with a lot of elderly people, and I had been talking 
about some of the things that you have discussed here today. 
A lady from Canada was at the table. She said, 

You know, I don't understand. All these things, if they had occurred to me in 
Canada, would be taken care of, under our programs. I don't understand why your 
counti]^ doesn't provide some way by which these catastrophic things can be taken 
care of 

Somehow or other, certain people have put into the public mind 
that if we develop a comprehensive program, like Social Security, 
based upon the people making a small contribution each month. 
Some people couldn t pay it and we would of course have to pay it 
for them, or pay part of it Under my bill, everybody would pay 
something, even if it's only a dime. Fd like everybody to pay some- 
thing. But we can develop it as we've done with Soci£d Security. 

We require people to deduct from their monthly paycheck or 
their biweekly paycheck, a certain contribution to the Social Secu- 
rity trust fund. And when you retire, you get a Social Security pen- 
sion. 

IVe talked to thousands of people who receive Social Security 
checks. I have yet to hear one say, "Fm sorry that mean old gov- 
ernment made me deduct from my paycheck a contribution to that 
trust fund." They're mighty glad they did. It gives them a nest egg 
they otherwise wouldn't have. 

And we can develop, if Congress will overcome the fear that 
some demagogues or some people who are falsifiers of the facts, 
have installed ia them by calling it socialized medicine, which is, of 
course, a first cousin of communism — we can develop a system of 
comprehensive health care in this country. I do not believe you are 
a Communist if you want the people to get the medical care they 
ne.d. 

The fact is, we are faced right here and now with a rare opportu- 
nity. I am sure my colleagues will agree that Confe,^3S is more fa- 
vorable to do something meaningful in this field that we have been 
since I came here over 50 years ago. 

We have a long way to go, however.. Just the other day when I 
appeared before the Ways and Means Committee, the Chairman 
from California said, **you know, I approve of everything you said. I 
want our staffs to work together. We want to get the best bill we 
can." 

We need to give special help to the people of the middle class. 
We thought in 1965 when we passed medicare that it would take 
care of the old folks and then we would take care of the very poor 
with medicaid. We thought the middle class could take care of 
itself. All of you people here are good, middle class Americans. You 
see the problems that you've had to face. 

And so it's those middle class Americans that suffer— Fll just 
mention two cases. Mv subcommittee had a hearing recently. I had 
a letter from a man 83 years old from Maine. He said, ''Fm one of 
the loneliest men in the world. My wife of 55 years developed Alz- 
heimer's disease. I had to put her in a nursing home. And then, I 
had a stroke. One of my legs had to be amputated. I had some 
other disability. Now Fm struggling to take care of my wife in a 
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nursing home and we've almost used up our savings of $160,000." 
YouVe referred here, some of you, to several hundred thousand 
dollars in medical expenses. How many Americans have got 
$160,000 in the bank? I know I dcn't. And I think most Americans 
don t. 
Another fellow said, 

I was 58 years old. I was in good health. I had a good job. My wife and I owned a 
comfortable home. I had four insurance policies. Then, I got the word one day that 
my wife has cancer. ?heu, shortly after that, I had a stroke. Shortly after that I had 
an automobile accident. The result is, I have been struggling to keep my wife in a 
which is not covered by Medicare, and we have almost used up our 
$140,000 in the bank— our life savings. 

We had four witnesses before our committee the other day. All of 
them were good, middle-class Americans just like you all are. In 
the long run, every single one of them had to sell their home. 

ril never forget the agony of one lady. She said. 

My husband had Alzheimer's disease and I was trying to keep him in a nursing 
home. We used up our savings and we had to sell our home. But I dared not tell him 
that we had to sell our home, because it would have broken his heart. 

So if the citizens out there just realized the jeopardy they are in, 
they would tpll our Senators and Representatives, listen, you sit 
down and work out a sensible, reasonable, sound American pro- 
gram, under which we can provide a means by which the American 
people can get the medical care they need. 

Accuse my speech. But anyway, I just wanted to say those things. 
And thank you, every one of you. You have been wonderful wit- 
nesses this morning. Thank you very much. 

Our next panel is on the dimensions of the problem, they will 
please come up as their names are called. 

The Honorable Frank Moss; the Honorable Charles Percy; the 
Honorable Dr. James Perrin; the Honorable Dr. J.D. Northway; 
and the Honorable Dr. Josephine Gittler. 

Will you all please come up here? 

Our first witness is a very distinguished former colleague of mine 
in the Senate, a man who has been a leader in the field of health 
care for the American people for a long time, the former U. S. Sen- 
ator from Utah, Chairman of the Board of Trustees of the Founda- 
tion for Hospice and Home Care in Washington, DC, my friend and 
i a great American, the Honorable Frank Moss. 
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PANEL TWO— THE DIMENSIONS OF THE PROBLEM: CONSISTING 
OF HON. FRANK MOSS, FORMER U.S. SENATOR, AND CHAIR- 
MAN, BOARD OF TRUSTEES, FOUNDATION FOR HOSPICE AND 
HOME CARE, WASHINGTON, DC; HON. CHARLES H. PERCY, 
FORMER U.S. SENATOR, AND VICE CHAIRMAN, BOARD OF 
TRUSTEES, FOUNDATION FOR HOSPICE AND HOME CARE, 
WASHINGTON, DC; JAMES PERRIN, M.D., DIRECTOR, AMBULA- 
TORY CARE PROGRAMS, CHILDREN'S SERVICE, MASSACHU- 
SETTS GENERAL HOSPITAL, BOSTON, MA, ON BEHALF OF THE 
AMERICAN ACADEMY OF PEDIATRICS; J.D. NORTHWAY, M.D., 
PRESIDENT AND CHIEF EXECUTIVE OFFICER, VALLEY CHIL- 
DREN'S HOSPITAL, FRESNO, CA, ON BEHALF OF WESTERN AS- 
SOCIATION OF CHILDREN'S HOSPITALS; AND JOSEPHINE 
GITTLER, J.D., CODIRECTOR, NATIONAL MATERNAL AND CHILD 
HEALTH RESOURCE CENTER, UNIVERSITY OF IOWA, IOWA 
CITY, lA 

STATEMENT OF HON. FRANK MOSS 

Senator Moss. Thank you. Chairman Pepper and Chairman 
Miller. 

I am pleased and honored to have the opportunity to appear 
before this joint hearing. And I want to commend you, as chairmen 
of the two great committees for bringing them together. 

We are coming before you today to present a report of the Foun- 
dation for Hospice and Home Ca/e. The report is entitled "The 
Crisis of Chronically 111 Children in America, a Triumph of Tech- 
nology and a Failure of Public Policy." 

[See Appendix 1 for report referred to above.] 

Senator Moss. Now, Senator Percy and I, who were here this 
morning, sat and listened to the testimony of that great panel that 
you just had, and it seems to me they t^ld the story so eloquently 
that it could not be missed in any way. And the summary made by 
Chairman Miller and then by Chairman Pepper indicated the 
strength of the message they gave. All the other members of the 
committees indicated they had the message. We are happy that we 
can present this report to you, because there is entirely too much 
in the public press of late on what some people call the battle over 
scarce resources. What some critics would have you believe is that 
the Nation's children and the Nation's elderly have little in 
common. They would have you believe, depending on their point of 
view, that either the Nation's elderly or the Nation's children, are 
receiving a disproportionate share of our resources. They would 
also have you believe that we can't afford to provide the basics of 
decent health care for all Americans. And therefore, these critics 
assert that we should choose one group or another for our efforts 
and our resources. 

I was so pleased to hear how eloquently that was answered from 
members of the committees. This hearing proves that all of this 
doom-saying is nonsense. The Nation's older, infirm Americans and 
its disadvantaged youth have much more that unites them than 
they do that seoarates them. For one thing, the two groups are 
united by their need for care and by their relative vulnerability. 
No one is going tu persuade me that we do not have enough re- 
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sources in this great Nation to provide the rudiments of adequate 
health care for our elderly and for our children. 

I am convinced that working together with your committees, we 
can serve as a catalyst to help bring the Americans together. 

If I may, Fd like to say a few words about the Foundation for 
Hospice and Home Care, and then I want to follow with some gen 
era] conclusions of our repoi v. Senator Percy will then highlight 
our findings in a little more detail. 

Our foundation began with the premise that senior citizens are a 
n^lected and underutilized resource and none more so than re- 
tired Members of the U.S. Senate and the U.S. House of Represent- 
atives. 

It was my idea to bring these former members together £is trust- 
ees of a foundation and give them an oppoicunity to contribute 
once again. As you can see, our foundation board includes au im- 
pressive list of former Members of (Congress. To this nucleus, we've 
added other interested celebrities and an occasional sitting Member 
who has expressed a special interest in supporting our activities. 

The scope of the foundation's interest is framed by a quote of our 
old friend and former Vice President, Senator Hubert H. Hum- 
phrey, who talked of the crucial need to help those Americans he 
described as being on the fringes of life. These are our chronically 
ill children who suffer health problems in the dawn of life, our el- 
derly citizens with compound burdens in the twilight of life, and 
our disabled, who he said have been relegated to the shadows of 
life. Those are the Americans with whom we are concerned. 

Our foundation conducts research on timely topics. We do this 
through what we call the Caring Institute. We hold hearings just 
as this Congressional hearing. And we have assistance of staff and 
have interviewed citizens and experts. The data which we gather 
are fashioned into reports which we release to the public and to ap- 
propriate committees of Congress for consideration. We plan to 
augment these activities with the pr:duction of visual documenta- 
ries such as the one you saw this morning. Chairman Pepper and I 
hope all will have a chance to see it. It's a wonderful, marvelous 
film, and tells the story so eloquently. Many of the stars of that 
film sat at your table here this morning. 

Permit me now to tell you a few words about our report. It is 
based on 2 years of research. It examines what I call a blight on 
the American conscience — the clear deprivation of the civil rights 
of some of our most vulnerable members of society, who are our 
chronically ill children. 

We investigated the troublesome fact of thousands of American 
children being kept in institutions, for no sound reason. They want 
to go home. It is better for them to be at home. The families want 
them home. And certainly it is better for society and a better use 
of our resources to care for them at home. The sad fact is that most 
of these special children have been deprived of their freedom and 
are being robbed of an opportunity to grow and develop to the full 
extent of their God-given abilities for no reason. 

Day after day, they are required to live a regimented, regulated 
existence, often confined to rooms without windows, isolated from 
their parents, their brothers and sisters, and from all of society. 
They spend months if not years under hot lights in tiny cribs. 
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never seeing the clouds, the trees, or the other wonders of nature. 
They have never had a chatice to hear a bird sing, or smell bread 
baMng, simple things that other children t^e for granted. 

The crime these youngsters have committed is to be bom with a 
less than perfect body in a society which prizes perfection. The 
length of their confinement can be for months or years, even for 
life. 

As with other such similar confinements, rationalizations are of- 
fered which have little to do with the facts. It is asserted for exam- 
ple that placing them in this restrictive setting is for their own 
good, or that even if this setting is not for the child's best interest, 
society simply has no alternative. Others simply argue that con- 
finement is in the best interest of society in general. 

The plain and simple fact and the major conclusion of this report 
is that these youngsters could and should be home with their par- 
ents. The fact that they are not represents a collosal failure of 
public policy. 

So the natural questions are: who are these children and how 
many of them are there? These children are largely a gift of 
modem science. Modem technology has allowed us to save the lives 
of thousands of infants who previoulsy would have died. Many of 
these children were bom premature, and for that reason, some- 
times, their intemal organs did not IfuUy develop. In other cases, 
the youngsters are carried full term but suffer from congenital dis- 
£dbilities. Others are injured by accident or neglect. And I think you 
saw examples of every one of these categories. 

Many of these children fall into 11 categories which have been 
called marker diseases. They are leukemia, cystic fibrosis, congeni- 
tal heart disease, spina bifida, asthma, hemophilia, chronic kidney 
disease, juvenile diabetes, muscular dystrophy, cleft palate and 
sickle cell anemia, and a small but rapdily growing number are 
children who are the victims of AIDS. 

According to reliable estimate, there are 10 to 12 million chil- 
dren who suffer from some degree of chronic health impairment. 
Some 2 million of these suffer from severe chronic illness. To these 
numbers must be added several million children who are the 
victim of accidents, including burns. 

This smaller group of children currently account for about 40 
percent of all pediatric in-patient days in U.S. hospitals. Many of 
these youngsters live in pediatric intensive care units of the Na- 
tion's hospitals, and some live in total isolation. 

Some of these children are called technology-dependent, a refer- 
ence to the fact that they owe their very lives to modem technolo- 
gy, and continue to be dependent upon it to some extent. It is the 
evolution and refinement of such technology which makes it possi- 
ble for these special children to be cared for at home. 

You have already seen and met some of these youngsters. You 
have heard their families speak of their struggle. You have heard 
in particular their problems in obtaining the necessary funding to 
support the care of the children at home. 

I want to stress for you one vitally important point. Unlike other 
problems that you face, this one is susceptible to fairly easy solu- 
tion. Moreover, the solution should not be more, but less expensive 
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than the patchwork of current programs that are so inefficient and 
generally so unhelpful to the family. 

The^ simple message that we bring today is that the United 
States* policy has not changed to keep pace with technology. We 
are spending millions of dollars now through government programs 
and families are spending millions more in private health insur- 
ance, to keep children in institutions. The sad fact is that not only 
are we depriving the children of their Constitutional right to 
humane treatment, in the least restrictive environment possible, 
but we are prJling the families apart, and are also spending four or 
five times as much money for their care in institutions as we would 
spend if the children were cared for at home. 

The problem here is that the present government programs 
either provide little help or they contain an institutional bias. As 
noted, this means that parents of chronically ill children must face 
a Hobson's choice. They can either keep their baby in the hospital, 
knowing that care will be provided and the bills will be paid, or 
they can bring the child home knowing that little or no financial 
help will be forthcoming. 

In closing, I would like to say that I believe there is an almost 
universal agreement that the Nation needs to enact a catastrophic 
health program in the reasonably near future. 

Moreover, there is beginning to be a strong consensus that the 
major gap in oui health care system is long-term care. I think our 
report demonstrates beyond question that long-term care is neither 
^onymous with nursing homes nor limited to the elderly. 

Long term care relates to functional impairment and disability 
and to the need for assistance in performing the activities of daily 
living. These Americans with chronic illness will need help not on 
an intermittent, episodic basis, but over long term. 

I would ask you to consider the needs of the chronically ill chil- 
dren in any long-term care proposal which you might wish to incor- 
porate into catastrophic health proposal. A national policy must be 
fashioned which allows for the long-term care of both children and 
older Americans. This policy must be based on providing care at 
home whenever possible and preserving the sanctity of the Ameri- 
can family. 

The problem of chronically ill children is going to increase in the 
years to come. It is vital therefore that the Nation come to grips 
with the problem. We must develop a policy which restores to these 
infants their full complement of Constitutional rights. Our failure 
to do so will not only deprive the children, but impoverish our soci- 
ety as well. 

I think that the message has been so clearly given and I do com- 
pliment these two committees for sitting together to hear the in- 
comparable testimony of the people that are involved with their 
children and families with this. 

I now ask that Senator Percy go ahead to present a number of 
the detailed conclusions of our report. 

Chairman Miller. Senator Percy, welcoine to the committee. 
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STATEMENT OF HON. CHARLES H. PERCY 

Senator Percy. Thank you, Chairman Miller and Chairman 
Pepper. 

Before Senator Pepper leaves, I just want to thank you. Con- 
gressman Pepper, for being an honored trustee of the Foundation 
for Hospice and Home Care. 

I woidd like to say, Mr. Chairman, this is the first time as a pri- 
vate citizen in over 25 years that I've had the privil^e of testifying 
before the House. I did before the House Ways and Means Commit- 
tee 25 years ago and in my 18 years in the Senate, I did a few 
times, of course. But this is an occasion, when two great commit- 
tees come together, committees that engage in some of the most 
worthwhile and meaningful work that the Nation carries on. 

And when you combine the problems of the elderly and the prob- 
I'^ms of children and youth, this becomes a historic hearing and 
one that I will not soon forget. 

I think that we should recognize that certainly as De Toqueville 
discovered in 1832, that voluntarism in the United States is one of 
the geniuses of this society. This point is certainly demonstrated by 
Foundation for Hospice and Home Care. Essentially the work that 
is done by hospice and home care with the terminally ill is equally 
voluntary— 75 percent of that work is done by volunteers. Doctors, 
nurses, social workers, clergy and private corporations, business 
pNBople all help. Over 50 corporations last night participated in put- 
ting t(^ether a benefit for Hospice and Home Care's foimdation. 

I d like to insert in the record with your permission, Mr. Chair- 
man, a list of the volunteer companies that participated with us. 

We had some of the families that appeared before you attend 
that dinner, to see the efforts being made on their behalf in the 
voluntary capacity, in raising private funds to carry on the work of 
Foundation for Hospice and Home Care. They made possible the 
production of the film, "Suffer Not the Little Children", which was 
narrated by Susan Sullivan, a distinguished person who was with 
us all last evening, shared the evening with many others, and 
helped inspire them, as did Senator Moss and others that came 
with us. Senator Pell, the Chairman of the Foreign Relations Com- 
mittee, and Senator Brock Adams, c^me to be with us simply to 
work on the problems that your committees aie facing today. 

It's my great pleasure to just boil down for you as quickly as I 
can some of the conclusions that we have received that we have 
reached in this extended report, ''The Crisis of Chronically 111 Chil- 
dren in America, Triumph of Technology, Failure of Public Policy," 
and to point out what we need to do in the area of public policy. 
We want to be as specific as possible as to what can be done now to 
put into effect and implement the testimony that has been given 
and will be given following us today. 

We heard Senator Moss speak eloquently of the need to provide 
assistance to meet the long-term care needs of all chronically ill 
Americans, young and olo alike. Senator Moss is in a good position 
to speak on this subject, having served 18 years as Chairman of the 
U.S. Senate Subcommittee on Long Term Care. 

For most of that time, I had the privilege of being the Ranking 
Republican on the Subcommittee. I was also fortunate enough to 
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serve as the Ranking Republican on the Senate Select Committee 
on Nutrition and Human Needs, chaired by Senator McGovern, 
and to serve on the Select Senate Committee on the Aging. I had to 
rive up the Joint Economic Committee to serve on that committee. 
But I just really decided that shift should be made. I was an econo- 
mist, but there are a lot of economists, but not as many people that 
were really looking at that time after the elderly. Certainly, we 
had Claude Pepper right here in the House. I just was thrilled to 
do that, and Tm thrilled in my third career now to carry on that 
work. 

From this perspective, Td like to say that the problem that you 
are addressing today is among the most significant which this 
Nation will face in the balance of the 20th Century. There is need 
for reform and change and for the establishment of a coherent 
public policy. 

Among the major findings of the foundation's report are first, 
contrary to some mythology, most families do not abandon their 
children when bom with birth defects. Most parents accept them 
and want those children home. 

Second, physicians are in general agreement that it is possible to 
manage the care of most chronically ill children at home, even 
complex cases involving multiple disabilities. 

You've heard testimony this morning from wonderful parents 
that have enriched their own lives and the lives of everyone that 
knows about what they're doing, as a result of being able to care 
for their children at horne. 

rhird, physicians are in general agreement. Criteria for dis- 
charge from the hospital into the home are the child must be 
stable; the transfer home must improve the child's quality of life; 
the parents must be willing and able to take on most of the child's 
care; and adequate community and financial support must be avail- 
able. 

The fourth conclusion we came to in this report was that the 
major factor which stands in the way of bringing most children 
home is lack of funding. Either no funding exists or ironically, 
there is a bias in government programs in favor of institutional 
placement even though home care is more cost effective. 

So here we have a chance to go for something that really would 
help us achieve Gramm-Rudman-HoUings. It will cut the cost and 
it humanizes the problem far more. 

Fifth, therefore, most government programs, we conclude, such 
as medicare, medicaid, CHAMPUS and Crippled Children's Serv- 
ices, provide little in the way of home care services for children, 
even though it's the most economical and the most humane way of 
providing care. Somehow we've got to change and shake up the bu- 
reaucracy. 

And then Sixth, most major private health insurance plans con- 
tain the same bias toward institutionalization, with no, or at best, 
highly limited, coverage for pediatric home care services. 

I couldn't help but think, as I saw the Wail Street Journal this 
morning. Here's a picture of my son in law. Jay Rockefeller. And 
he is espousing the fact that whenever we see new technologies 
abroad, we shouldn't hesitate to adopt those technologies here. So, 
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too, I felt when we have technologies here we car share abroad, we 
ought to help encourage them to accept our aid. 

I couldn't help but think of the time that I had as a Senator 
when I tried to help a constituent get their product into Japan and 
we found the bureaucracy in Japan simply impossible to break 
through. For 6 years we couldn't get the idea through. 

The idea was very simple. An idea that's used here. Kidney dial- 

Ssis. Patients must go into the hospital three times a week, 15 
ours a week, and hook up to those machines and just stay there. 
How does a person working, how does a student at school do that, 
and not totally disrupt their lives? 

And then a development came along, CAPD, by Baxter Laborato- 
ries. It's a system whereby a patient can be trained to carry a little 
bag and sack around, the blood will be cleansed while they re work- 
ing, while they're at school, so forth. And yet, the bureaucracy in 
Japan couldn't be broken down. 

After I left the Senate, I went over there, and Senator Mansfield 
and I went over and I just wanted to finish up some of the work I 
had started. We saw Prime Minister Nakisone and explained it to 
him. And when we got to the top, the bureaucracy saw the reason, 
it would free up thousands of lives, young and old, it would make 
for more efficiency, it would reduce the cost of the programs and 
the flexibility to that person is just unbelievable. In 3 months, we 
broke the bureaucracy down and they changed. And the 6 year 
battle was over. My son in law waf saying, well, if they can do it, 
we can do it. We can break our bureaucracy down. We can change 
all this format that I have mentioned that makes it restrictive and 
difficult for home care and see if we can't ease the path to have 
these children, older people and so forth, cared for at home. 

So seventh, a few insurance companies, such as Aetna Life and 
Casualty, provide reasonable coverage which pays not only for hos- 
pitalization but also facilities the provision of similar services at 
home. So the private sector is trjring it out. It's working. Let's see 
that it moves forward. Aetna's program had the additional advan- 
tage that it saved their company $36 million in 1985. And that 
means insurance premiums went down by that amount. So it can 
be done. 

My eighth point of the report is simply that thousands of chil- 
dren live in hospitals and institutions not because they need to be 
there, but because it's the only place where reimbursement is 
available for their care. Prolonged hospital stays pose significant 
problems, including delayed development, inhibited bonding be- 
tween children and their parents, increased stress for the families, 
reduction of the stimuli and freedom necessary to produce the 
highest quality of life, and even increased risk of infection. 

Ninth, home care has significant advantages for most chronicallv 
ill children. Among them, according to the experts are, high qual- 
ity of care when the parent is properly trained and assisted by 
health care professionals, a more positive environment, which often 
leads to improved physical and mental development, reduction of 
family stress levels, cost effectiveness, more freedom for the chil- 
dren, promotion of the family unit, and a higher quality of life. 

Certainly, delivering Meals on Wheels programs help. I went out 
for a week and just delivered them to homes of the elderly, the 
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young who were confined to their homes, and found out what a 
marvelous program we had m being. That ought to be strengthened 
in every way it can. And that enables people at home to stay at 
home and not have to go co an institution where the cost is astro- 
nomical. 

The tenth point of the report is that service coordination or case 
management is a very important part of a successful pediatric 
home care program. What this means is that someone must accept 
responsibility for coordinating all the care and services that the 
child needs. Parents need the assistance of a social worker or other 
health professional to help them get the supplies and servicer that 
are necessary to maintain the child in the home. This help is 
needed in part because the current system is so fragmented and 
disorganized that it takes skilled hands and experience to navigate 
through the maze and reach the goal of quality home care. 

The eleventh point to be made in the report can be summarized 
in simply this one sentence. Even after parents had been successful 
in bringing their children home, they lived with dangerously high 
levels of stress. 

Twelfth, families and medical professionals alike are in strong 
agreement on the need for respite care to ensure the success of any 
pediatric home care program. Families need a break from the pres- 
sure. Parents need some time to themselves, an opportunity to run 
errands, to take care of their own needs or just to rest. A short res- 
pite will allow most families the chance to gather the strength they 
need to continue to provide safe care for their children. 

Thirteenth, one of the primary conclusions of this report relates 
to the need to educate the American public. This committee and 
these hearings will do a tremendous amount to accomplish that. 
Relatively few people understand the extent of the technological 
revolution. Only about 40 percent of the American public knows 
about home care as an alternative to keeping chronically ill or se- 
verely disabled children in the hospital. There is a need to inform 
affected families in particular, since most of them have nowhere to 
turn when their child is born with long term health care problems. 

The proceeds from our benefit dinner last night for the Founda- 
tion for Hospice and Home Care, to a large extent, can go out to 
educating the American people so they will come in to their own 
hospice centers in their own communities and say how can you 
help us, how can you work us out of this particular problem we 
have? 

Fourteenth point and the last one of the report, and one that is 
very meaningful to ma, and we saw it here txJday. Families are in 
agreement that despite all the pressures, having and caring for one 
of these special and fragile children is the highlight of their lives. 

I think many of you know my daughter Sharon, her twin sister 
Valerie and our son, Roger— three little children, at the age of 1 
year for our son and 3 years for the twins — my wife died. And I 
had those children for 3 years alone. Trying to run a corporation at 
the same time, and whenever Td have to go to Detroit for a board 
meeting, Fd put them on the train with me, have a nurse meet me. 
Those children, for 3 years, I saw the wonderful thrill a parent can 
have in taking care of the needs of those children. I experienced 
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that same thrill as I talked to these parents last night and talked 
to some of them this morning. 

What a wonderful thing it is, what it does for everyone that 
knows them. Fve seen it so many, many times, that I just urge we 
move our society to the point where we can manage to see that 
home care is a i»art and parcel of the health system of this country. 

I have nine points; Td like to just yield to the other witnesses we 
have here and ask your permission to incorporate these in the 
record. They take about 2 minutes more and they're the final rec- 
ommendations we have for your consideration. 

If you're tight on time, please, Fd just put them in the record. 

Chairman Pepper. You go right ahead. Senator. 

beiator Percy. Maybe it would be quicker if I just run down 
these :vithout any further comment. 

Chairman Pepper. Go right ahead. 

Senator Percy. The first recommendation that we make in the 
Foundation for Hospice and Home Care is that first we expand 
Crippled Children's Service to provide a comprehensive home care 
alternative for individuals up to 18 years of age. This comprehen- 
sive program should include federally-mandated eligibility and cov- 
erage criteria and respite care. 

Second, CHAMPUS. A great program. The program should make 
comprehensive home care available to the children of Armed 
Forces personnel. It's not now available. 

Third, create and fund a program of pediatric hopsice care. 

Fourth, revise the medicare program to ensure home care avail- 
ability for chronically ill or severely disabled individuals over the 
age of 18. 

Fifth, provide incentives for private insurers that will encourage 
them to remove the institutional bias in existing healdi insurance 
policies by making home care available to chronically ill or severe- 
ly disabled children. And we can do this as we know at tremendous 
reduction in cost to the Federal Government. 

Sixth, increase education and training of medical personnel to 
handle the problems of our new technology and the resultant popu- 
lation of medically fragile children. 

And seventh, increase public awareness of the availability of the 
home care alternative to institutionalization, which our banquet 
last night and dinner will continue to do. 

Eighth, continue and expand research into the causes and poten- 
tial cures of 11 market diseases of chronically ill children. 

A id finally, establish educational opportunities and programs for 
the burgeoning class of technology-dependent children. 

Mr. Chairman I thank you very much, and the distinguished 
members of your committee and again, I commend you on these 
hearii]^ that will be so meaningful and important. 

Chairman Pepper. Senator, I am sure I speak for my whole com- 
mittee here and the Committee on Children, Youth and Families, 
expressing our profour gratitude to you and Senator Moss for the 
magnificent statements ^ ju have given here today. 

Incidentally, my plane didn't get into the airport until 9 o'clock 
last evening, and that is the reason I wasn't at the dinner. I'm 
sorry that I had to miss that happy occasion. 
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But your colleagues will be very much impressed, your former 
colleagues with whom you served with such distinction your coun- 
try 88 well as the Congress, by the statements that you and Sena- 
tor Moss have made here this morning, because they all have pro- 
found respect for you on both sides of the aisle. 

So we are very grateful to you for coming here and Tm very 
proud to be on the board of tnistees with you gentlemen. Let s keep 
f^hting until we can make some of these wise things a reality for 
our country and our people. 

The next witness is Dr. James Perrin, Director of the Ambulato- 
ry Care Program, Children's Service, Massachusetts Gteneral Hospi- 
tal in Boston, on behalf of the American Academy of Pediatrics. 
Dr. Perrin. 

STATEMENT OF JAMES PERRIN, M.D. 

Dr. Perrin. Thank you very much, Mr. Chairman, Mr. Miller. I 
am a gen*^^al pediatrician practicing in the State of Massachusetts, 
currently on the staff of Massachusetts General, on the Harvard 
Faculty, and I wanted to say how honored I am to be able to be 
here. 

Children with chronic illnesses and their families live in the twi- 
light zone of public understanding. And your two committees are to 
be thanked and appreciated for helping to bring this twilight group 
of children in America to public knowledge and understanding. 

I think we've heard this morning a clear statement that children 
deserve to be at home with their families. That really should be the 
goal of public policy and public programs as we develop them. 

Many families, as we've heard this morning, currently go with- 
out adequate services because of inadequacies especially in the pri- 
vate health insurance market, because of inadequacies in Medicaid 
and how Medicaid serves families, and inadequacies in a number of 
other governmental programs, perhaps most strikingly the Title 5 
Crippled Children's Service activities. 

What are some of those problems? They're the issues of deducti- 
ble payments; they're the institutional biases that we've heard; the 
lack of family coverage that weVe heard; the issues with respect to 
preexisting condition waivers. 

With respect to medicaid a striking fact is that if you have a 
chronic illness and also live below the poverty line, you are twice 
as likely to have neither public nor private insurance as if you 
lived below the poverty line without a chronic illness. 

We prepared a longer statement that I think documents the vari- 
ety of the issues, the scope of the problem, the number of children 
we're talking about, some of the things we know about costs. I'm 
not going to give you all those details now but would ask that that 
might be in the record of the hearing today. 

[The prepared statement of Dr. Perrin follows:] 
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PREPARED STATOCKT OF WCS P£f:ftlH, H.D., OH BEHALF OF THE WERICAN 
ACADEMY OF PEDIATRICS 



Introduction 

Hr. OwlfMn, Mabtrs of tb« coMiitte*. I u or. Jaaes J»«rrln, hert tod«y 
oa b«ft«lf of the Aaerlcan Acadesr of Pediatrics, an orsanlutxon r«pre9titln« 
•or* than 30,000 ptdlatrlclana who ar* dedicated to the prOMtlon of saternal 
and child health. At the outset 1 want to eowiend you, Hr. Chairman, for con- 
tenlnt thla hearing to4ay on children's catastrophic illness. Despite the 
public deb«te on the need for a coaprehenslve caUstrophlc health care program, 
no one until recently has focused on children. Little Is known about the sagni. 
tud* and distribution of thla population. What we do know, however. Is that 
children represent a saall but lapOrUnt sepicnt of the total caUstrophlc 
eipenae bill*. 

In this testUony the Aeadeay seeks 1) to define catastrophic illness; 
2) to exaalne unique characteristics of cetartrophlc ninesa a«>n( children „. 
other age groups; 3) to develop prellBlnsry national estlMtes of children at 
risk for Incurring caustrophlc Medical expenses; «) to describe the dewgraphlc, 
health and functional sutus, and Insurance characteristics of these children; 
and 5) to review a range of policy options to reduce clldren's caUatroph^c 
expenses. The Acade«ya task force that has been retleving this isaue will 
ooaplete work on specific policy reooMendatlons Imroltlng catastrophic coverage 
for children witbln e week. Our efforta at that tlM will be coordinated with 
•any of the child edvocate groups represented here today — as well es others — 
to aubalt to you promptly a mined, ooaprehensive plan to provide coaprehenslve 
catastrophic health care to children. 



Defining Catastrophic Iiinasa 

Cataatrophlc illneaa la typically defined In three weys. 

1) total annual sedlcal czpcodlturea greeter than a threshold a^unt — e.g., 
$10,000 (regardless of insurance ooverag:) or 

2) toul out-of-pocket expenses lo excess of s fixed ajMunt — e.g,, $2,000 or 

3) toUl out-of-pocket expcnsta as s percent of faally incoae e.g., lO»-t5l. 

Cataatrophlc illness is experienced by children with end without health 
Inaurence coverage. Som faalllsa with extensive private insurance coverage 
exceed their cataatrophlc lUlts. Others with leaa generous coverage have 
lUlted benefit Packages and cons«luently end up paying « Urge portion of their 
•adlcal bllla out of pocket. Still othera have little or no private insurence 
ooversge; they either pay for aost of their care out of pockst, or obUln 
Hedi^id, or rely on frsa care provided by clinics, hoaplUls and other health 
profeaalooala. In other words, catastrophic expenaes are Influenced not only by 
the presence or abaence of hsalth insurence, but also by eligibility policies 
for dependenta, the specific benefits that ere Halted or excluded, the 
deductible or co-insurance oollcles, and the catastrophic protection provisions. 



Catastrophic Illness Differences Aaoog Children vs. Adults 

Children with cataatrophie sedlcal expenses have to be exaalned differently 
fro* edulta for several reasons. Coapared with Hedleare beneficiaries, faallles 
with children ere leaa likely to purchase auppleaenUl insurance to protect 
thesselves fro« financial disasters. In addition, chlldre.i (as well as adults 
in their chlld-bearlng yeara) ,re likelier to be unlns'tred or Hedlcald-lnaured 
and consequently .ore apt to incur costs that are uncOBpensated. Horeover , 
children require .ore SBbulatory care th^n hosplUl car?; therefore the resource 
utllltation picture for children with >43trophlc erpenses looks quite dif- 
ferent fro« that for other age groups. 



national Estlaates of Children »t Klsk fof Catastrophic Expenses 

£stlBatlng the burden of childhood catastrophic Illness is coeplex . First 
there ia no single data base that collects this Infor^tion. Second, exlstinjr 
national expenditures surveys are at least six years out of oate and tend to 
have a relatively SBall ntMber of children ulth catastrophic expenses. Third 
•any of the sore current data bases Include only hospiUl data. Fourth, few 
national or sute surveys are population-based or longltutflnal . 
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With these Uaitatlons In Bind, the Tsl lowing prellBlnar> n«tlonal estlaates 
or children at risk for catastro^lc expenses can b« aade froa the 198O National 
Medical Care UtlUtatlon and Expenditure Survey (NHCUES) (Newacheck, 1986). 
These risures, displayed *n Tables t and 2, are underestlaates because of the 
changes that have occurred since t980 In Insurance policies. Including Increased 
deductibles and copajTBents as well as aany recent advances In the ttrchnology of 
newborn intensive care. 

* O.SlS or 100,000 noninstitutionalired children under 19 had total 
•edical expenses greater than $3,000. 

* 0.36t or 300,000 children had out-oT-pocket aedlcal expenses 
greater than $2,000. 

* O.61S or 421,000 children had out-of-pocket aedlcal expenses 
greater than lOS of their faally's incoae. 

Newacheck <1986) exaalned the characteristics of children In the to^ 10 
percent of out-of-pocket expense, and fouad that adolescents aged 16-18 
represent 26f of this population and children under 2 about 10. St. Horeover, 
these children were four tlats as likely to be at least 30 days 111 In ^d, two 
tlaes as likely to be In fair or poor health, and two tlaes as likely to have 
UalUtlons of activity. 

In a 1984 study on Insurance options just tor chronlca)l' 111 children,^ It 
^as estlsated that the total nuaber of uninsured chronically 11 children 
potentially eligible for catasti-ophlc Insurance is sbout S2,000. Ad<^ to that 
another 6,S00 who have Inadequate insurance protection and the total would oe 
approximately S8,S0O. This represents approxiaately 2,7S of the noninstltu- 
tionalited child population under 19 or about ISI of all potential catastrophic, 
eligible "li^dren (based on the above 198O estlaates). 

Based on these findings, fewer than 1 aiUion children or under 11 of all 
children under 21 are likely to require soae catastroDhic expense relief (if 
defined a* out-of-pocket aedical expenses greater than 101 of a faally's incoae). 
However, if catastrophic is defined as total annual redical expenses in excess 
of $10,000 (regardle'^s of Insurance coverage), S- 101 of all children csight br 
eligible. Clearly, far aore actuarial and research analysis is required to be 
confident about the actual size and characteristics of the infant, child ind 
youth population,, ^ges 0-21, at risk for incurring catastrophic expenses. 



Characteristics of Children at Risk for Catastrophic Fx ptiscs 

Child populations at greatest risk for Incurring catastrophic expcnse<> ire 

by age Infants, toddlers, i-^fJ adolescents, 

— by health status birth-related conditions and cnronic conditions 
as Keasured by functional llaitatlons, 

— by socloecononic status an*: health Insurance coverage children w 
are poor and near-poor and arr uninsuri*d all c~ part of the year 

The following section is prinarily devoted to Infants (including • i») 
and chronically ill children. To present a nore coaprehensive pictur rther 
Infor&atlon is needed on adolescents anrl other school-ag*d children. * are 
provided froo the {Rational Hospital Discharge Surv ' (NH06) and the Caliiornia 
Health Facilities (^nission (CHPC) on the size of the infant population as risk 
for catastrophic expenses (as aeasured by hospital lengths of stay in excess of 
2 weeks),, diagnosis , hospital bills per stay (In 1983), and expected sot.rce of 
payaent. 

A note of caution, these prellainary data nre largely based on hospital 
utilization and its associated charges. With the exception of the Hational 
Kedical Care Utilizatior. and Expenditure Survey (HHCUES), no infora^tion is 
provided on aabulatory care. While aabulatory services are relatively 
inexpensive on a per-child basis, they are txtreaely tapor' ' to factor into 
the estimates of catastro^ic expenses, particularly for intants, tiddlers, and 
adolescents. Horeover, it is well docuaented that children who are uninsured or 
underinsured are less likely to use prevent! > care services. Aabulatory care 
servicos, unlike hospital services, are often viewed as discretionary and are 
therefore inadequately used by faaili'iS with Halted or no insurance coverage. 
Finally, length of hospital stay is only one indicator of risk fo catastrophic 
expenses. K>ny children who are hospitalited for less than two weeks also incur 
catastropt.io expenses as do soae children who,, except for their birth, are not 
hospitalited at all. 

1 . Infants unde" 1 (including newborns) 
A. National Incidence Estiaaces 

Data froa the 198* National Hospital Discharge Survey sh >w that 2.''1 
()28,132) of the ^'7 aillion infant (including newborns) discharges were for a 
period of 15* days (Table 3). Fifty percent of these lengthy discharges 
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(6«,470) vert for dlsordtr* rtUtlng to short s«statlon and unspecified low 
birth «f«ifht; 7.61 (9>765) w«re for oonganiUl anoaalies; and 5.91 (7,5«6) were 
for retpiratory distrtst syndroM. Tt>e rewiinios 36. 2f (46,35i) infant 
discharfts wtre fro* all otiMr diagnotts. Roughly half of all lengthy 
dieohartes w«r« for siok nevborns and heir were for eick infants. Unfortunately,^ 
it is iapouible to detc .im fro* the WDS bow Mny iafants were hospiUlized 
and rehoepit«lized; only the total nuaber of infant dischargee is available. 

Of the 3.9 Billion newborns (defined as patients admitted by birth) 
discharged in I90« • only 1.71 (6«,099> had lengths of stay in excess of U days 
Certain conditions originating in the perinatal period accounted for 89 .6t 
(57«571> of these lengthy hospital stays. 

B. National insurance Esti«<»tes 

Table 3 suwMrizes I98« newborn data froa the National Hospital Discharge 
Survey (imO$> on OK pec ted principal source of payaent . The NHDS <Joes not obtain 
information on the actual source of paysent. Vith the exception of th« 1980 
WlCUES and the 1977 IMCE5 data, it is iepossible to deteraine the actual 
source (s) of hospital payeent for <^ildren fro« national (Jata bases. In addi- 
tion, none of these data explains the scope of insurance coverage provided by 
those who are insured for ail or part of the year 

The NHDS data, however, are illustrative of probable insurance sources 
for newborns. The ruder should be cautioned about the self-pay categorv 
•any rat.llies with newborns who incur high aadical tills spvnd oown and becoee 
eligible for Medicaid. 

or the 3>66 aillion newborn discharges reported in 1964 by the NHDS, 16. 61 
eipccted their source of payaent m be ojt or pocket (self-pay); i5.M for 
Medicaid; 61. 2* for private inrurancc; and 6.6 ror other reaaining sources. For 
those 61,744 newborns with en ALOS greater than U days, Z5.%t responded as 
seir-pay, 22.21 as Medicaid, 42. 0< as private, and 10.41 as other. 

The NHDS daU shi>« that children with lengthy hospiUl stays are likelier 
than their healthier oounterparte to expect to pay out or pocket or be covered 
by Medicaid and leee likely to be privaUly inaured. To what extent the 
stir.pay patiente actually beoo « Medicaid reoipienta is unclear. Several 
questions can be ralaed about thv dirfereaces In private insurance as a source 
of payaent ajaong all children (61.21) aa ooapared with children who required 
boepiUl et^yc araater than u days («2.0<). Plrat, is the expected source of 
payaent aibllar the actual sourceT Seooad, could these large dirrerencas be 
accounted ror by liaitad dependent polieiee, pre-ezieting condition olauae^ 
and/or low oataetroptoic liait provisions aaong privste insurers. 

C. CaliftomU Incidence and 0>st gsttaatee 

The 19O3 daU provided by the Calirorala Health Facilities CoMlsslcn 
(CMFC) include spproxlaately 5n hoepiUls in the sute, and represent alaost 
101 or all inrant discharges in the Oaited Sutee (with sll children's hosPitsls, 
university and general bospiuie reporting and only Uiaer patiente excluded). 
Theee CHPC daU are diaplayed in Tablea k and 5. Table % suBMrixas the nuaber 
of cases, daya, ILOS, toUl charges, and average <^arge per case for all infant 
discharges with hoapital lengths of auy greater than 16 days. Table 5 provides 
a ranking or each or the diagjwatic categories in teras of the above variables 
(e.g., caaaa), with 1 being the hig^Mat and 21 the loweat. The following 
aectiOD d^aoribes aoae of the aajor characteriatica or this inrant population at 
poeslble riek for cataatrophio iiiaeae. N^U: Just as with the MIDS, it is 
lapoaeible to tell bow aany of theee cases were raateissioos snd also how aany 
diagnoaaa are ohroaio ve. acute. 

OIFC reports 8,272 infant and newborn discharges in *963 with lengths of 
stay in excess of 16 days. Ihis represented 2.11 of all hospital discharges., 
yet 22.61 of all hospital days. The average length of stay (ALOS) for all 
Infants and nrwborns in this \(>* category was 37.4 days, with an average charge 
per stay of >35,607. This contrasts sharply to the ALOS of 3*5 for all CNFC's 
infant discharges and the average charge per stay of 11.764. Soee 1294.5 eillion 
or 42.41 of all CHFC charges (aaount billed) was spent on this infant population. 

Three diagnostic categories obstetric, perinatal conditions, and 
congenital anoaalies, accounted for 83I of the cases with length/ hospital stays 
and approxiaately 201 of all hospital days. Fifty percent ^f these lengthy 
discharges were for sick newborns and the other 501 were for sick infants. 
Sieilar to the NHDS estiaates,, 1.21 or 4,173 newborn dincharges h*<> hospital 
stays greater than 16 days. 

Exaaining diagnostic categories with the largest nuaber of cases presents 
only part of the picture. It is also iaportant to exaeine '•ach diagnostic group 
in teres or ita probability of falling into the lengthy discharge group. The 
three diagnostic crtegories likeliest to have lengthy hospital stays were 1) 
infanta with a discharge diagnosis of eusculoskeletal systea and connective 
tissue diaaases with a 23I likelihood of falling into this high. cost (i6« day) 
group; 2) infants with aental disorders with a l71 chance, and 3) infants with 
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perinatal conditions with a i61 probability of spending 4t least i6 days In 
hospital. 

Ave. age lengths of stay by diagnostic category for this hlgh-ost group, 
displayed In Table «»,> show that diagnoses with the longest lengths of stay were 
1) sental disorders (*5 days), 2) perinatal conditions («.6 days), and 3) 
endocrine,^ nutritional and aetabollc diseases and Isaunlty disorders (41.3 
d«ys). 

Three diagnostic groups accounted for 861 (or $25*. 6 ■llllon of a total of 
$294.5 ■llllon) of the total cUarges a»ong this 16* hospital day Infant popula- 
tion group: birth and pregnancy ($132.5 ■Ullon), pe. *natal conditions ($90.8 
■llllon), and congenital anosalies ($31.3 aillion). 

The infant cases with the Bost expensive C09t P«r sta' in 1983 were conge- 
nital anoaalies ($*5 , 280), cerUln conditions originating i' the perinatal 
period (*5,037), and neoplasas ($*0,*02). For aore Infonutlon about disease- 
specific incidence and cost figures, see Tables 4 and 5. 



2. Newborn Intensive Care and Low Birthweigftt Coat Estlaates 

A. Estiaated Costs of Hewborn Intensive Care. >985 

Based on 1978 data^ newborn intensive care costs in 1985 totaled 
$2.4-$3.3 billion and averaged $1'>,698 for each Infant. Using the 
saae assuaptions. but updated using 1985 live birth figures froa 
the National Center for Health Statistics and the 1985 aedlcal care 
component of the Consuaer Price Index, the following total and 
average estiaates of the costs of newborn intensive care can be 
aade: 

T^t»t u^utorn Intensive Care Costs. 1985- ^2.*>$3.3 biHon 



Nu,,ber of Percentage of Mean cost/ 

births X all fli-ths X patient '- TOTAL COST 

r3jJ9,(yO> adaitted to ($14,698) »3.3i bUPon 



NI CUs 
(0.06) 



„0 of Estreated D^y^A Mean :^TAL COST 

Jevel III X occupancy X tear X cost/ $?.43 billion 

beJs reported Sate (365) C$i,00l) 

by Hon Ubs (0.90) 

(7,387) _ 

Average Metfborn Intensive Care Costs. 1985 *14,f>98 

B. Estiaated HosoitallMtion Costs for LBW In f ? .ts d urinft ^ their First Year 
of Life. 1985 

In 1985 hospitalizations costs for L8W infants in their first 
year of life totaled $3.^ billion. For LBW infants hosplUlized 
only at birth, the initial hospitalization costs averaged $10,062. 
And for those LBW infants who were re-hospitalized, the total 
first year of life Charges -ere approxiaately $20,52tt. This infor- 
«tion is based to so«e extent on the Institute of Medicine's 1985 
report PreventinK Lov Blrthwei&ht (Chapter 10- "'renatal Care and 
Low Birthweight. Effects on Health Care Expenditures). 

1. Low Birthweight (LBW) Rate: 6.8 

This is 1983 data from the Mational Center for Health 
SUtlstics, the latest year for which data are available. 
Hote '.2* of al* births are very low birthweight (under 
1,500 graas or less than 3 lbs. * oz.) and 5.61 weigh bet- 
ween 1,50J and 2,500 graas (between 3 lbs. 4 oz. and 5 
."js. 8 oz.) 

2. ./uaber of LBW Infants 25^,932 
(.068 X 3,7*9,000) 

3. Est.r^ted Mortality aeong LBW Infants. 81 or 20,395 
(.08 X 25* ,9 32) 

LBW Survivors. 23*. 537 
(25*, 932 - 20 , 395) 
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5. Initial Total NospitallMtioii Coats: $2,565,l25.7t« 
(13 days X $77* X 25«,932) 

The average length of stay for L8W is 13 days according to 
tne 198* NHD6. Unfortunately, »t wa^ lapossible with the NHDS 
data to obtain length-Of-stay inforaatiOn for very .ow birth- 
weight and moderate low birthwelght, assuo.ng infants under 
1.300 grass would have to be hospitalized for longer stays. 
The average charge per da/ in children's hospitals, according 
to the Aserican Hospital Association*^ data, is $774 in l983. 

6. Initial Averae* Hospitalization Costs: $10,062 
<l2,565,125,7e* - 25*,932) 

KMber of LW Infanta Rehospitalized: 51, 768 
'.583 X 37,3*0) ♦ (.19 X 197,197) 

According to McCoraicic et al, 38, 3« <or 14,30:) of all very 
low birthweight infants (less than 1,300 g) are likely to be 
rehospitaliz-d for an average length of stay (ALOS) of 16. 2 
days, and 19S (or 37>*67) of Moderately low birthweight 
infants (greater than 1,300 g and less than 2,300 g) are 
likely *M be hospitalized for an ALOS of 12,3 days. 

6,, Total Sahospltallzatlon Costs: $5*1.610,604 
(16.2 X $774 X 14,301) ♦ (12.3 X $774 X 37,467) 

9. ATtraco Xthospitalization Oiargas: $10, 466 
(S41 ,810,604 - 51,766) 

10. ToUl First To«r of Li fa Hospital Charges for All LBtf 
lDfa»ts: $3,tC6,936,388 

($2,365,125,764 « $341,810,604) 

11. Average First lear of Lifo Hospital Qiargas for LBV Infants 
Hbo were RehosplUlixed: $20,526 

($10,062 *■ $10,466) 



3. Chronically 111 Children 

The following data rre abstracted froa the 1980 National Medical Care 
Utilization and Expenditure Survey and the i960 Census of Persons in Institutions 
and other Croup Quarters. This inforMtion profile* chronically ill children in 
toraa of a continuua of functional liaitationa and tha degree to which they 
■igt)t be at risk for catastrophic Mdical axpensas (In terma of total annual 
aodieal axpondituras greater than $10,000, regardless of insurance coverage). 

Approxiaately 145,000 institutionalized cnildren and noninstltutionaMzed 
children with aajor liaitations of activity (under 16) would nost likely Incur 
catastrophic expenses However, it is unclear how a^ny children with chronic 
conditions that result in noder^te, aitd or no tinltations of activity aight 
also r:^ll Into this .ategory. Siailarly, we 60 not know r^w a^ny children 
without chronic conditions but with an acjt^ illness or injury wou<d have an 
extraordinary aedical bill tn any gsv<rn ye;ir. 

Childhood chronis conditions can be describee) along a codtinuun. At the 
oo^t severe end are the 70,000 children under 18 who resided n Institutions and 
of^er group quarters in 198O. White didgoostic infora<)Mon on these high-cost 
children Is unavailable, it ppears froa th« types of facilities thry live in 
that aental conditions are the aain reason Tar institutional placeaent. £a' .1 of 
these children can be classified as ^^aving catastrophic expenses in teras jt 
total aedical expenditures, regardless of insurance coverage. 

At the next level are children restricted in their aajor activity (ft- 
school-age children, this aeans unable to attend school, for fe-school c'lildren, 
this aeans inability to engage in any kind of play) According to the National 
Health Interviev Survey in 198O, 75,000 children under 17 were ..alted in their 
•ajor activity. Children under six were four tlaes as likely to fall into this 
category, ftpproxiaately 251 of these children suffer with iapairaents of 
speech, special sense and intelligence as well as an assortaent of other aental 
and nervous ayatea disorders. The other V5f have a variety of physical 
oonditiona, with paralysis and deforaities k>( the bod^ accounting for a 
significant portion. It is highly likely that aost of these children would 
incur extraordinary aedical exper^es in a given year. For how aany consecutive 
veara catastrophic expenses ai/tfit be exoected is unclear. 
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Th« third «roup along the oontlnuu. Is chlldrer with chronic conditions who 
•r« abU to attarKl school or play, but ara U-ited io the kind or 
IctifUy -ttandlog school P.rt tl.e). The 198O miS <i«ta 'Jow^^«/;^ 

lulloo chllSrio uoder 17 f.ll Into this catenary, with * r « 

butioo cblldran under aod o*ar a«a six. Al«oat ooe-thlrd of these 

Children 5«rrar fro. speech, special sense and Intelligence l-painwnts and a 
farlatrof otl^r ..otM .nd nerTOus syste. disorders. Another two-th rds of 
childran h«*a a range of physical diseases -nd l-palr«ents, with respiratory 
TuZll asth« 10 particular affecting the largest nu.ber. U is unclear 
»rt„t portion of these children would hate catastrophic eipenses. 

Further down this oontlnuu* are chronically 111 chll^en who can attend all 
»orMl schoo. activities but are lUlted m their outslde-school 
(Sotl* ooly school-age childran fall Into this group). More thai, one ■Ullon 
JSlten ?.Jl tn?^ cateipry. with a sl.llar dlasnostlc picture as described 

10 the !fa»lous parajjraph, with lower prevalence rates of -entally handicapped 
^.i?!,^! .!lrK?!;:f;?.;.ience rat«3 of orthopedic lapalr«ents and defomltles. 
Jto'Tilro^tlon is^'ayallable on how -any of these children incur very hl&i anr.JSl 
sedlcal bills. 

Finally It is estlBfted that appn>il«ately 11 .llUon chllfen ha^e one or 
«re Chronic conditions bit suffer do long-tar, dlaablllty. Thr of 
conditions reported In this group ara respiratory. Ho lnfor«tlon Is available 
on their risk for Incurring caUstrophic expenses. 

Chronically lU children with llnltatlons of activity are at increased risk 
for catastrophic illness because of their relatively high utilization of a broad 
range of health services, as described in Table 6 and suamarUed below. 

► Approxloately « of Children .»ith chronic conditions nave functional 

Imitations. These children (with LA) are twice as lUely to be hospitalized 
ai.l spend four tiaes as «any days in hospital as children with no LA. 

• Crsildren with LA vult P^yslcians twice as often and 're twice as likely :o 
oa<<e five or sore physicl<<n visits ov«r a year's tlae. 

• Children with LA see nor.phys iclans five tiaes as often as ^n-LA children 
and,, at the sa-ae tiae, are four tiaes as likely to have five or sort visits, 

• Activity-Halted children receive twice the nuober of prescription aedicines 
a d twice the nunber of aedical supplies and equipoent as oon-LA children. 

• Whil-J Children with LA aake ur> only « of tie population, they account for 
U» of total child health expendlturrs. 

• Children .rlth LA have tw'ce the out-of-pocket expenses as do rwn-LA children. 



Faallies with children who experience a catastrophic Uliess — at birth, 
m Childhood, and/or in adolescence - are often placed In extrece financial 
indebtedness.' Many fa»ll.-s exhaust their private Insurance be«ieflts and In 
order to qualify for Hedlca.i have to spend down their assets to such a degree 
that once eligible, they becc-ie virtually lapoverlshed. Other faallies covereo 
by Medicaid are often put Into sntenable positions because the state often 
places severe Halts on the aaour/, of cara that will be relaborsed (through 
walY*rs) or on the nuaber of -^anda-ory and optional services. Wille sUte 
Crippled Children's Services anu - ---.er private foundations (e.g., Shrlner s and 
the Muscular Dystrophy Association/ play a critical role as payers of last 
resort, the Inconsistencies by state, by childhood condition , and by faally s 
Incoae are extremely arbitrary. 

To reduce soae of these state variations In order to Insure aore consistent 
public and private catastrophic policies requires further eiaalnatlon of: 

1) Mandatory a<Joptl>n of sedlcally needy prograas under ,.<dlcald and aora 
generous spend-down policies for poor and near-poor faallies with children. 

2) Expansion of Medicaid hoee and coaaufilty-based waiver programs, not solely 
based on cost-effectiveness, for faallies with aedlcally fragile children. 

3) Increased coordination and supplementing of Medicaid with EPSOT benefits, 
specifically designed for chronically 111 children and other children with 
acute but catastrophic Illness. 

ft* Cxcli.^iA.'*. cf ?"C trl^^l^lt oon»lltlon clauses. 

^) Expansion of public anc private insurance policies for adolescents and young 
adults between the ag s of l8-?^. 

Many policy options are currently being considered (and have br«n a<Jopted 
in a growing number of states) which hold proaise for reduciftg t».e raeily's. 
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orofider's and insurer's risk in c«re for children with catastrophic ;llness. 
Included are: 

1. State«Kandated high risk pools 

The state requires all insurers to establish a pool to cover those 
individuals »rtio are uninsurable because of a prior eiisting chronic oedial 
condition. The pool would offer co«prehensi*e coverage at reasonable preoiuo 
rates to be paid for by the faaily (or subsidized through other vechanisas). 
Actual losses or profits would be shared equitably by the .nsurers in the pool. 

2. E»ployee aandates 

Kequlr* e«ployers to provide ainiaua insurance »#hich covers prenatal 
aarvlc«» and prlsary services for children, ^ith insurance pools to assist ssall 
J esplo/ers . 

3. Medicaid eipaosions 

A« di»cu»»ed previously, aandate Medicaid coverage for pregnant woven 
and childrea who are below the federal poverty level and standardize Medicaid 
ooverag* for aandated ser/ices. 

*. Expand Title V MCH-CC prograas 



Obviously these options will need to be ezaalned with an eye for children's 
unique oeeda. For txaaple, although risk pools aay help a nisber of children, 
as currently established these aechanlsas have failed the pediatric popultMoo. 
And, wbila there la auch aerit to Hedlcal(: expansions and eaployee aandates, 
•ach has XlaiUtlons. We look forward to working closely with you, other <Aild 
a<:vocatcs, and provider organizations to develop a coaprehensive proposal to 
■eet the needs of all children who incur catastrophic eipenses. 



TOTAL CHARGE AND OOT-OF-POCKET EXPENSE DISTRIBUTION 
FOR CHILDREN O TO 18 YEARS: U.S., 1980 



Charge Percent with Total Pertent vlth Total No. 

Level at Total Charges Nuabor Out-of-Pocket of Persons 

or Above (Incl. dental) of Persons (tncl. dental) (alinons) 

at or ebove iml\) iom) at or above 

threshold threshold 



soo 


13 49S 


9.4 


4.4&S 


1.000 


7.61 


5.3 


1 .96 


l.SOO 


4.5: 


3.31 


0.81 


2.000 


2 b9 


1.9 


0.36 


2.500 


1.'9 


1.1 


0. 15« 


S.OOO 


0.51 


0.4 


0.05« 


7,500 


0.28 


0. 2 




10.000 


0.17» 


0. 1« 





3.1 

1.4 

0.6 

0.3 

0. 1« 

0.03* 



• May bo statistically unreliable due to saall saaple $1?e. 

Mote: All figures In 1980 dollars; excludes Institutionalized 
populations; estlaates based on person t lae-ad J usted 

velght. 

Source: Unpublished provisional data f roa alcrodata tapes. 1980 National 
Medical Care Utilization and Expenditure Survey. 
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TABLE 2 

OUT-OF-POCKET MEOICAL CARE EXPENDITURES (IMCLUDING DEN 'At) FOR 
CHILDREN »ITH OUT-DF-POCKET EXPENSES OF J500 OR MORE. AS ^ PERCENT 
OF FAMILY INCOME FOR CHILDREN 0 TO 18 YEARS: U.S., 1980 



Children with 
Out-of-Pocket 
Expenses «t 
or Above 



EstfMAted No. 
of Ch Udren 
( thousdnds) 



Percent of 
All ChilOren 



lOS 421 0.(0S 

IS 270 0 39 

20 198 0.28 

2S 187 0.27 

30 1S7 0.22 

SO 81 0.12* 

• May be statistically unre1i«b1e due to snail sample size. 

Note: All figures in 1980 do11«rs: exduOes Institutionalized 

popul£tions; estimates bAsed on person t f re-ad j usteO 
we ight. 

Source: Unpublished provislon«1 d«ta f rOM MfcroO«ta tapes. 1980 
National Medical Care Utilization and Expenditures Sur- 
vey. 



TABLE 3 

EXPECTED PRINCIPAL SOURCE OF PAYMENT FOR HOVITALIZATION FOR ALL 
NEMBORNS AMD NEWBORNS WITH LENGTHC OF STAY bREAIER THAN U DAYS: 
UMIIEO STATES, 1984 



An 

Sources 



Se) f-Pay Med iC4 id 



Pr i vite 
Insu ance 



Pdyncnt 



Greater 

th^n 

14 days 



3,8S7,44S 
100.0 



CI, 744 
100. 0 



640, 2S7 
16.6 



IS, 666 
2S.4 



603, 30S 
IS. 6 



13, 738 
22.2 



2,360,004 
61.2 



25,913 
42 0 



253,879 
6.6 



6,427 
10.4 



Source' Unpublished data fro« the National Hospital Discharge 
Survey, National Center for Hoalth Statistics. 
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CHILDREN UHDER 21 WITH AHO WITHOUT LIMITATIONS OJ^ ACTIVITY- 
PERCENT DISTRIBUTION OF PREVALENCE. USE OF HEALTH SERVICES. 
EXPENDITURES. AND INSURANCE. 1900 



PreyJtience 



Not I iaitteO 
L imited 



96.05 
i.O 



II. U^>- of S«-lggtP<l H ealth Sgrv ir/..^ 



A. Hospital Days 



Not UaUed 
L taiUaa 



B. PhyslcUn Visits 



Not liMlted 
L Ulted 



0 (days) (d*ys), 



92.3 
«2.0 



6.9 
i*.S 



0 d 

3.S 



0 (visits) 



26.6 
14.2 



19.3 
3«.9 



• Upd*t«d u»ing th« ■•dlcAl care copponent of the CPI. 
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C, Non-Phy$lct*n 



Hot Uaited 
L ialted 



0 (vfsfts) 



70.8 
S6.8 



Pr«scriptfon Hedicatf-ns 0 (nedtc) 



Not n-ilted 
L fmf t«d 



Other M«dfc«1 S«rvic«s 
(Suppi 1es« «quf pnent) 



Not Msfted 
L iaf t«d 



44.6 

36.8 



88.3 
78.9 



3.4 

13.1 



13.4 

25 8 



0.6 
5.7 



in. gynnnrtltures 
A. Tot»l Charges 



Not Matted 
L inited 



8. Out-of-Pocket Expenses 



Not Molted 
L fMited 



S763 
760 



76 
135 



S399 
1.152 



115 
20S 



Insurance 
A. Type of Coverage 
1 . Mgdlcjid 

Not Matted 

L tntted 



full Year 



10.9 
16.3 



Part Year 



S.3- 
9.7 



2. aiAe. 



Not Mnfted 
1 tntted 



3 . Prtvate . In -durance 



Not Matted 
L taf ted 



1.3 
1.9 



63. 1 
59.3 



4.2 

5.7 



14.2 

IS S 



CoBblnetl CoveraQe (Medtcafd. other pubMc» and/or pri- 
vate coverage for all or part year) 



Not Matted 
Llaf ted 



90. 1 
92.0 



Pertod of Coverage 



Tota; All Year Part Year None 



Not Matted 
I tatted 



100.0 
100.0 



76.4 
77.1 



14.9 
16.3 



8.6 
6.6 



Source: Abstracted froa reports prepared by Paul Newacheck for 
the National Maternal and Child Health Resource Center 
as part of a National Rcpo''t on future OtrecttonS of 
Public Services for Children with SpectaMzcd Health 
Care Needs^ 1986 
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e«t«s J and M«ist«r S: Unpublfshtd tabHratlOMS of data froa the 
Caltfornfa Assocfatlon of Ch11dr«n*s Hospitals. May 19^6. 

Butler J, Wlnt«r W, Slr,9«r 4. Vengar M: N«dfca) car* use and 
ex^VAdltwr* umong chfldran and youth In th« Unltad States: ana- 
lysis of a national probability saarl*. Pedtitrtc^ . vol. 76. 
»»o. 4, Oct. I9as. 

Fox M: A prallalnary analysis of Options to 1apr«ve health insur- 
ance cover^^e for chronically ill and disabled children. Pre- 
pared for OHHS* Division o^ Maternal and Child Health. Septea- 
ber 1904. 

Kozah LJ and McCarthy: Unpublished tabulations of data froa the 
National Hospital Discharge Survey of the National Center for 
Sealth Statistics. May 1986.. 

NcManus M. Neeacheck P. Matlln N: Catastj-oph 1 c childhood illness. 
Child Health c<»>ngln9 B«oftrtc. Vol. HI. No. 3. Spring 1986. 

Nevacheck P: Unpublished tabulations of data froa the National 
Medical Care Utilization and ExpenditHre Survey. April 1986. 

Nevacheck P: Prevalence and severity of chronic conditions aaong 
children. Prepared for the National Maternal and Child Health 
Resource Center as part of a National Kepori on Future Direc- 
tions of Public Services for Children elth Specialized Health 
Care Needs. February 1985. 

Nevacheck P: Ut11*2at1on and expenditures for aedlcal care ser- 
vices provided to children elth activity llaltations. Prepared 
for the National Maternal and Child Health Resource Center as 
part of a National Report on Future Directions of Public Ser- 
vices for Children elth Specialized Health Care Needs. February 
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Dr. Pkmmxn. In broad terms, let me share with vou two or three 
facte about the epidemiology and background of long-term illness. 

As was said a few momente ago, probably 10 to 15 percent of chil- 
dren in America have so^e kind of chronic health impairment. Of 
that number, however, only about 10 percent, or 1 to 2 percent of 
children in America, have severe health impairmento that inter- 
fere on a r^ular daily basis with their being able to do the things 
other children do— go to school, do their chores, play with their 
classmates, and so forth. 

Tliat number has probably doubled in the past two decades. I be- 
heve we have gone from 1 percent of children to 2 percent of chil- 
dren with severe long-term illness. 

'Riat doulnlng has been the result of significant improvements in 
medical and surgical technology and in our ability as a Nation to 
get services to children and families. 

That number is not likely to double again in the next two dec- 
ad^. We probably have a relatively stable population of children 
with severe, long-term illnesses. 

And m weVe seen this morning, the vast msgority of those chil- 
dren today live to adulthood. The challenge now is how to help 
these children grow to be effective adult participants in our society. 

uJ^^r^^ we said basically that children with cystic fibrosis 
?^Lr J ^ ^^"^ ^^^^ Children with leukemia all 

died. We don t have to have any special programs for them. 

Children never became respirator dependent because we didn't 
know how to do that. They all died. We didn't have to worry about 
schooling for those children. 

Well, times have changed. Most children with severe long-term 
illnesses now survive into their third decade and longer, and we 
have an important and exciting challenge ahead of us. 

Catastrophic health insurance can be meaningful to many fami- 
lies. But it is important to recognize that the needs of families are 
complex and go well beyond traditional medical and surgical care. 

Mr. Pepper made that comment a few moments ago, and I be- 
lieve he is absolutelv right on the target. TM needs of families are 
broad. Insurance alone is necessary but not sufficient. Children 
with long-term illnesses and their families need access at least to 
SIX main groups of services. 

One, high quality medical and surgical specialty care. Two, high 
quality general pediatric or general health services. And it's sad 
that these children lack the basic modicums of immunizations, 
health supervision, that most children in America do get. 

Third, nursing services to help children be able to stay at home, 
to be at home, and to receive care primarily from their families. I 
am a so-called primary caretaker. That's what vou call physicians 
of my ilk these days. I don't take care of children. I consult with 
families who do the daily care of their child. That's what you heard 
this morning. 

We want to find ways to maximize the ability of families to be 
able to take care of their children. 

The fourth service is preventive mental health services. The fam- 
ilies of these children face tremendous burdens, demands on their 
liv^and their psyches, trying to raise these children. 

The fifth group of services are social services. 
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And the sixth and probably most neglected are educational serv- 
ices so these children can continue to survive well with their class- 
mates in school. I could spend an hour talking with you about the 
problems that children with illness have in schools. They're inter 
esting, problematic, and we have major steps to take forward there. 

Catastrophic health insurance will help with some but not all. 
Attention to a child's malfunctioning knee may make the child's 
knee work better. But without proper habilitation, he may not 
walk, he may not stay up to spe^ with his classmates in school 
and he may not have access to needed appliances to improve his 
mobility. 

So my first recommendation on catastrophic insurance is, it 
needs to go beyond health. 

The second is, that catastrophic health insurance has the risk of 
being inflationary, by providing an incentive to spend up to a de- 
ductible limit after which services are free. And therefore, I would 
strongly recommend that developments in catastrophic health in- 
surance be tied to incentives to build high quality, long term care 
programs that decrease reliance on expensive in-hospital care. 

And my third and final broad recommendation is 

Chairman Miller. What was your second one again? 

Dr. Perrin. The first is that we can't do just insurance, Mr. 
Miller. It's got to be broader than that. 

The second is, you've got to tie an insurance program to incen- 
tives to build long-term care programs that diminish reliance on in- 
patient services. It can't be just insurance. It's essentially repeating 
the same comment in a different way. 

And the third is, as you listen to the stories around the table this 
morning, these aran't short-term catastrophes. Very little, for 
adults by the way as well as children, is short-term, acute catastro- 
phes. 

We're mainly talking about long-term catastronhies. For these 
children, we need to have deductible periods or the equivalent that 
can be lifetime deductibles or 5 year deductibles and not based on a 
single point in time. 

While our statement has gone into a series of other options, we 
in fact are working with some of the other people you have heard 
from today and hope to have a series of more explicit recommenda- 
tions for you within a week, that we will hope to share with you. 

Thank you very much. 

Chairman Miller. Thank you very much. Dr. Northway. 

STATEMENT OF J.D. NORTHWAY, M.D. 

Dr. Northway. Thank you, Mr. Chairman. I am likewise hon- 
ored to be before you today. 

I am J.D. Northway, the President and Chief Executive Officer of 
Valley Children's Hospital in Fresno, California. I am a pediatri- 
cian and pediatric nephrologist by training. The children's hospital 
which I administer is in rural central California, and over 60 per- 
cent of the patients which we serve are Medicaid recipients. 

I am here today to speak on behalf of the Western Association of 
Children's Hospitals on the very critical issue of catastrophic ill- 
ness among children. We commend, as have others, the select com- 
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mittee for its efforis to draw nptional attention to this issue and to 
develop remedies through whi( i this crisis might be resolved 

Every year, many Americans face the trauma of a catastrophic 
illnws in their family. All too often, that family member is a child, 
BO the emotional devastation is compounded by the overwhelming 
f;.iana^ burden. We ve heard that over and over again this morn- 
ing. Medical bills, which can run into the hundreds of thousands of 
dollars can precipitate Hnancicl ruin of families without insurance 
or with inadequate coverage. Fortunately, however, the incidence 
ot severe catastrophic illness in children is actually quite low We 
have compilwl a data base based upon oar experience in California. 

During 1984, there were about 500,000 children hospitalized in 
California. This constitutes about approximately 10 peicent of the 
State s children. Less than 3,000 of the 500,000 of these hospitalized 
children mcurred cha^ ^es in excess of $50,000. But the total of this 
small group represents 22 percent of the total charges of all 500,000 
$100000' average cost per child in this group was over 

Who is paying these bills? Insurance co- je in this countn- is. 
as you know, quite variable Approximate.. .0 percent of this Na- 
tion s children have some fo...i of private famUy health insurance. 
Another U percent are covered by government-sponsored health 
insurance, primarily Medicaid, which varies widely across the 
*■ ^"^o'" . benefiLs and eligibility requirements; 19 percent 

or .0.2 million of this natioi.' -hildren have no health insurance 
cover^e at all-despite the i. e. that 50 percent of these children 
come from families with working parents. 

Thus, in my opinion, the real victims of catastrophic health epi- 
sodes are children of the working poor. These are the families 
whose income is in excess of medict-id eligibility . /els but who do 
not have access to or cannot afford private health insurance. Pre- 
miums for these families can reach out^)f-pocket expenses of two to 
tnree hundred dollars a month which would represent somewhere 
between 35 and 5*^ percent of the gross monthly salary of a mini- 
mum wage worker. The situation then becomes either milk or 
health insurance. 

In addition to the children of the working poor, there are chil- 
dren who are simply uninsurable. And you saw a large number of 
those this morning. Typically, these children have preexisting med- 
ical conditions which prevent their being able to obtain private in- 
surance coverage. These are children with cancer, cystic fybrosis 
and other chronic disorders. According to a 1986 national survey, 
approximately 31 percent of employers offering group health cover- 
age re-*nct such coverage for preexisting conditions. 

Anotner group of children 

Chairman Plpper. Restrict what? 

Dr. NoRTHWAY., About 31 percent of employeis offering group 
health coverage restrict such coverage ^cr preexisting conditions. 
In oUier words, if a child has a preexist / medical condition, they 
won t insure them. 

Another woup of children deserving our attention are the under- 
insured. Undennsurcd families are those whose policir,s restrict the 
number of hospital aays covered, cap the total dollars payable for 
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the insured's lifetime health care costs, or which have no maxi- 
mum out of pocket limits. 

How does inadequate insurance coverage affect the government? 
In California, of those children whose hospital bills were $5,000 or 
less, Medicaid paid approximately one third and the private insur- 
ers about 50 percent. For the catastrophic cases, those in 'jxcess of 
$50,000, Medicaid's share rose to almost 40 percent, whereas the 
private insurers' share dropped to 32 percent. Underinsured or un- 
insured families can usually deal with minor health problems. But 
when a catastrophe hits and the family's resources are rapidly ex- 
hausted, the already overburdened public assistance programs or 
the hospital providers are asked to pick up the tab. 

Which h'jpitals typically undertake this task of caring for these 
children? Seventy-five percent of the children in California whose 
hospital bills were over $100,000 were cared for at a children's hos- 
pital or a university medical center. We believe that this is where 
they should be cared for. But we agonize for these families as their 
resources are eaten up and their dreams for the future are turned 
into nightmares. None of us at the Children's Hospital close our 
doors to these children. But the demands on our resources are 
many and the availability of our resources is limited. 

However, if the financial risk for the cost of hospital care for all 
of the pediatric cases in Calittmia — over $50,000— was spread 
across the entire pediatric population of California, the cost would 
be roughly $4.55 per child per month. This amounts to less than 
one third of the cost of providing one day of elementary school per 
child. 

The issue of dealing with catastrophic illnesses in children is 
complex and may well defy a single, short term resolution. Howev- 
er, it is imperative that* a plan for protecting these fr .xiilies from 
economic and emotional ruin of catastrophic illness be developed. 

We stand ready to support this committee's endeavors. We would 
suggest that any catastrophic health insurance plan for children 
include the following: 

One, that all of this Nation's children must be provided with 
health insurance.. 

Two, that the financial risk for this coverage must be spread 
throughout the population so that the burden will not fall dispro- 
portionately upon any one segment. 

And third, tha"^ ^^^rong case management requirements are in- 
cluded in order t ^usure that financial resources are expended in 
the most effective and efficient manner. 

Thank you very much. 

[The prepared statement of J.D. Northwa>, M.D., follows:] 
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PREPARED STATEMENT OF J.D. NORTHWAY. M.D.. PRESIDEHT AND CHIEF EXECUTIVE 
OFFICER. VALLEY CHILDREN'S HOSPITAL. FRESNO. CA, ON BEHALF OF WESTERN 
ASSOCIATION OF CHILDREN'S HOSPITALS 

Mr. ChAitBan and Menbers of the Ccucittee. 

Gocd nornin^. I an J. D, Nort:)way, President and CEO of 
Valley Children's Hospital in Fresno, California am a 

Pediatrician and Pediatric Nephrologist by training. The 
children's hospital which I administer is in rural Central 
California. Over 60% of the patients which we serve are Medicaid 
recipients. 

I an here today to speak on behalf of the Western 
Association of Children's Hospitals on the very critical issue of 
catastrophic illness among children. We commend the Select 
Committee for its effo ts to draw national attention to this 
issue and to develop remedies through which this crisis .night be 
resolved. 

Every year* many Americans face the trauma of a catastrophic 
illness within their family. All too often, that family member 
is a child <nd the emotional devastation is compounded by an 
overwhelminy financial burden, i-^edic bills which can run into 
the hundreds of thousands of dollars can precipitate the 

financial ruin of families without insurance or vith inadequate 
coverage. 

Fortunately* the incidence of severe catastrophic illness 
in children is actually very low. We have compiled data based 
upon the experience in Califorria. 
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During 1984, there were about five hundred thousand children 
hospitalized in California. This constitutes approximately 10% 
of the rtate's children. Less than 3,000 of these hospitalized 
children incurred charges m excess of $50,000, but the total 
cost of this small group was in excess of $280 million and 
represents 22% of the total charges for all five hundred thousand 
plus admissions. The dvera9e cost per child in this group was 
over $100,000. 

Who is paying these bills? Insurance coverage in this 
country it quite variable. Approximately 70% of this nation's 
children have some form of private family health insurance. 

Another 12% are covered by government-sponsored health 
insurance, primarily Medicaid which varies widely across the 
states in terms of benefits and eligibility re<'uireDents. 19%, 
or 10.2 million, of this nation'? children have no health 
insurance coverage at all.^ 

Thus, the real victaas of a catastrophic health episode are 
children of the working poor. These are the families whose 
income is In excess of Medicaid eligibility levels but who did 
not have access to, or cannot afford, private health '.n^'irance. 
Premiums for these families can reach out-of-pocket expenses of 
$200-300 per month, which would represent 35-50% oi gross 
monthly salary of a minimum w?ge worker. The sxtuatid then 
becomes either irilk or health insurance. 

In addition to t*^e children of the working poor, there are 
the children who are i>imply "uninsurable". Typically, thfse 
children have "pre-existing" medical conditions which prevent 
their being able to obtain private insurance coverage; these are 
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children with cancer, cystic fibrosis, and other chronic 
disorders. According to a 1986 National survey, 311 of employers 
offering group health coverage restrict such coverage for pre- 
existing conditions. 

Another group of children deserving of our attention is the 
underinsured. Underinsured families are those whose policies 
restrict the number of hospital days covered, cip the total 
dollars payable for the insured's lifetizre health care costs, or 
which have no maximum out-of-pocket limits. 

How does inadequate insurance coverage affects the 
government? In California, of those children whose hospital 
bills were $5,000 or less. Medicaid paid one-third and the 
private insurers about 1/2. For the catastrophic cases, those in 
excess of ^^50,000, Medicaid's share rose to almost 40% of the 
bills, whereas the private insurance groups share dropped to 32%. 
Underinsured or uninsured iamilies can deal with minor health 
problems, buc wuci. a cata'jtrophy hits and the family's resources 
are exhausted, the already overburdened public assistance 
programs or the hospital providers are asked to pick up the tab. 
75% of the children whose hospital bills are over $100,000 are 
cared for at a children's hospital or uriversity medical center. 
We belie /e that this is where they should be cared for, but we 
agonixe with these families as their resources are eaten up and 
tt.eir dreams for the future turn into nightmares. Hone of us at 
the children s hospitals close our doors to these ci.^ Idren, but 
the demands on our resources are many and the availability of our 
resources is limited. If the financial risk for the cost of 
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hospital cax-t for all of the cases over $50^000 was spread across 
the entire pediatric population of California/ the cost would be 
roughly $4.55/child/nsonth. This aoounts to less than 1/3 of the 
cost of providing one day of school for ore child. 

The issue of dealing with catastrophic illness in children 
IS cosaplex and may well defy a single short-tern resolution. 
However* it is imperative that a plan for protecting these 
fanilies from economic and emotional ri in of catastrophic illness 
be developed. 

We stand ready to support this Comaiittee's endeavors. Wj 
would suggest tnat any catastrophic health insurance plan for 
children include the following: 

1. Thtft all of th)s nation's children -Bust be provided with 
health insurance. 

2. That the financial risk for this coverage ciust be spread 
throughout the population so that the burden will not fall 
disproportionately upon any one segteent. 

3. That strong case iranageseent requireirents are included in 
order to ensure that financial resources are expended in the most 
effective and efficient cianner. 

Thank you. 
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Chaiiman Pepper. Well, we thank you, Dr. Northway. That was 
a magnificent statement. 

Our next witness is Dr. Josephine Gittler of the National Mater- 
nal and Child Health Center at the University of Iowa, Iowa Qty. 

STATEMENT OP JOSEPHINE GITTLER, J.D. 
Dr. GnTLEK. Thank you, Mr. Chairman. I do want to exprec» my 
great appreciation for the opportunity to appear before this very 
)?^^*,*J®?f^ today on behalf of the National Maternal and 
Child Health Resource Center. Because of time limitations, I would 
ask that my written statement be submitted for the record and I 
will confine my remarks to very brief observations. 

I think you heard this morning from the panel of parents just 
how devastating catastrophic child health problems can be for the 
child and the family. 

And this is something that we at the Resource Center have 
become very conscious of. Sitting in the audience today is Mrs 
Juhe Beckett who is the Associate Director of the Resource Center. 
She IS the mother of Katy Beckett, the little girl whose plight re- 
sulted m a change in Medicaid under which a child that was insti- 
tutionalized could receive Medicaid benefits, but when she went 
hone she could not receive Medicaid benefits because of her fami- 
ly s income being too high to qualify for bonefits when she was at 
home. 

Julie receives innumerable calls from parents all over the coun- 
try on a weekly basis, who do not have private insurance, have pri- 
vate insurance but it's inadequate and who are having problems in 
working their way through Federal and State bureaucracies to 
obtain any relief from public programs. 

In fashioning some kind of Federal response to the problem f 
children with catastrophic health problems, I know you all are 
aware of the difficulties that come about just because there's no 
agreed definition of what constitutes catastrophic child health 
problems. 

Traditionally, these kinds of problems have been defined in 
terms of total annual health care expenditures above a certain 
amount. I d like to suggest to you that another way of defining 
them is to look at children that have certain kinds of diagnoses or 
have certain kinds of functional limitations, and there is some 
precedent m formulating legislation to take the latter approach in 
the security income program thai covers blind and disabled chil- 
dren. 

I think the previous panelists have indicated that the prevalence 
of catastrophic child health problems is not that large. It really 
does appear that children represent a relatively small proportion of 
the total catastrophic expenses. When you look at the prevalence of 
common handicapping conditions in chronic illnesses what you find 
IS that they are fairly rare in the general child population. Like- 
wise when you look at the proportion of children that have some 
limitation on normal activity, such as play or school, you find that 
they constitute a relatively small proportion of the child popula- 
tion. ^ 
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Now, I mention this because I think it's significant in terms of 

i^our responsibilities in fashioning a Federal response to this prob- 
em, because it may really, it really does seem that taking care of 
these children with catastrophic health problems need not cost as 
much as sometimes people think it may. I mean, they are a rela- 
tively small proportion of the population, albeit they are high cost. 

We have heard a lot of testimony about the magnitude of ex- 
penditures for children with catastrophic health problems, and I 
will not repeat the information in my written testimony on that 
matter but I will simply refer you to my written testimony. 

You have also heard extensive testimonv about the lack of in- 
sured coverage of children with catastropmc health problems or 
the inadequate insurance coverage of children with catastrophic 
health problems. I would rea lly like to submit to you that the prob- 
lem of underinsurance is equal to the problem of uninsurance. 
What we have seen both In the statistical data that we have col- 
lected and what we have seen on the basis of the families that we 
have come in contact with is that there are a significant number of 
families with children with serious health problems that do have 
some sort of health insurance, either private or public, but it is 
simply inadequate to cover the expenses that they incur in connec- 
tion with treatment, rehabilitation of their child. And so I think 
any solution that you all formulate to the problem of children with 
catastrophic health problems really must take into account the 
problem of uninsurance as well as the problem of underinsurance. 

Turning to policy implications and recommendations, two of the 
previous panelists have referred to the State Crippled Children's 
Program. Actually they are now called Programs for Children with 
Special Health Care Needs. In the Federal legislation. Title 5, Ma- 
ternal and Child Health Services Block Grant. 

I would like to suggest that in formulating any Federal response 
to this problem of children with catastrophic health illnesses and 
conditions that a strong role be given to the State programs for 
children with special health care needs. These progn"ams are al- 
ready receiving Federal assistance under the Title 5 Material and 
Child Health Services Block Grant. Many of them are heavily State 
funded. 

Mr. Chairman, in your own State of Florida, for example, the 
State Crippled Oiiidre I's Program, over 90 percent of its budget 
comes from State funds. Under 10 percent of its budget comes froi i 
Federal funds under the Title 5 Maternal and Child Health Block 
Grant. 

These programs have been trying to fill the gap caused by inad- 
equate private health insurance, and lack of adequate public 
health insurance programs. But their budgets oftentimes have ji st 
not been sufficient for them to do what they should be doing, even 
though they do fund care for a substantial number of children with 
catastrophic health problems. 

They also are programs that have a lot of expertise in setting 
standards for care for these particular kinds of children that we 
are talking about today so as to assure adequate quality of services 
and for doing planning of care and case management for these chil- 
dren so that the multiple servcies that these children need from 
multiple sources are adequately coordinated. 
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So again, I would suggest that any Federal solution take into ac- 
count the current role of the Title 5 State programs for children 
with special health care needs. 

I also would ask that you direct your attention in formulating a 
Federal solution to the State Medicaid programs and you've al- 
ready heard alluded to the fact that these programs do not cover 
many poor children at the present time who have catastrophic 
health problems and even when they do provide coverage, they do 
not give some of these children appropriate access to needed health 
services because of limitations they place on mandated services and 
their failure to cover optional services. 

They also are not doing in many instances the job they should be 
doing in terms of quality assurance and in terms of care planning 
and coordination of services. 

In short, I think there are two existing Federal programs that do 
relate to children with catastrophic health problems who are de- 
serving of your attention in terms of looking at ways that they can 
be improved to do what they should be doing, but all too frequently 
aren't doing. 

Thank you. 

[The prepared statement of Dr. Gittler follows:] 
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PRSPAREO STATEMENT OF JOSEPHINE GITTLER, J.D . CODIRECTOR. 

NATIOHAL MATcKNAL m CHILD HEALTH RESOURCE CENTER, UNIVERSITY 

OF lOMA, lOMA CITY, '0«A 

Hy ntmm li Joi«phlM Clccl«x «nd I am Mtdfyln^ h«re cotUy on b«h«lf of 
ch« (•i.tlonal H«c«rnAl «nd Cbl^d H««lth R*tourc« C«nc«r Th« H« clonal 
K«t:«rn«l and Child Health Katourca Cancar collacci, anal/zar, and 
dltiaslnacai Infoivaclon and data abouc pi^llc haalth cara pro^raaa larvlng 
•othart and chlldran, conducca rataarch «ad praparat raporci abouc ucamil 
«nd child haalth carvlcaa; provldaa cooaultadoti and cachnlcal aailicanca co 
proframs carvl.^ cblldran with apaclal bailth cara naad.- and prcparat 
•ducac.jn and cralning aatarlala and conducta crainlng and aduccdon pro^ass 
vlth raapacc co chlldran with apaclal haalth cara naada 

Tha Raiourca Cancir la currandj aJKlnlatarlnf a projacc anddad, 'FUcura 
Dlracdons of Sarvlcaa for Chlldran with Spaclal Haalth Cara Kaida.' 
iponsorad by tha Dlwlalon of Hacamal and Child Hailth, BHCDA, HKSA. Public 
Haalth Sarvlca, Daparcaanc of Haalth and Kuaan Sarv«.cai. In corMcdon 

with tha projacc, tha Eaaourca Cancar la aiifafad In a ujor nadonal icudj of 
flnanclRK of cara for chlldran with ipaclal haalth cara naada (chlldran with 
dlaabllldaa, handlcipi and chronic lllnaiiaa) An • i aulc of thli frojacc, 
va hava collactad data and Infonaadon ralavanc co tha aubjacc of thli 
haarlnS'-naaaly, cha cataatrophlc haalth Inauranea naada of chlldran. 

nrACT or cAiAtnomc ouis iealti notuaa 

Tha high coic of cira for chlldran with larlous haalth problaaa can hava a • 
davaitadns lapacc upon chlldran and thalr faalllaa Tha follovlny caaii ira 
llluscradva: 

lfl«a and Lonlaa 1.1/ 

On April 30, 1981 ttOM* and Loulaa X vara bom 2 1/2 memtha pramazuralj 
Sacauaa of pramaturlzy . both babiaa had aartoua aalzh problaaa. Roaa vj'a 
tranafarrad co tha naonatal tnzanalva cara unic of a Loa Angalaa hoapLzal 
Afzar 2'l/2 months of boaptzaltzazten, aha dtad. Louiaa raaatnad in zha 
naonazal inzanatva cara tmtz of tha hoaptzal for 1-1/2 aonzha Vhila zhara. 
tha had a brain (Inzrarantrteular) hamorrha^a rantirUig aur$ary for placaaanz 
of M ahmz co drain axcaaa fluid and rallara tha praaaura. and abouc 3 oontha 
aftar har Initial dlacharga from tA« hoaplzal, aha vaa rahoaplzallxad for an 
•margancy ahunz ravlaloa. In tha isat aavaral yaaza.^ aha haa had nuaarou* 
hoaplzalltazlona for varloua problama. 

Loulaa la notf 6 yaaxa of a$a and la carad for ac ?ioi»a Bacauaa of 
braazhlng dlffleulzlaa, aba haa a zrachaoazomy and la oxy$an dapandanz 
ra<;ulrln$ tha provlglen of air with an ircraaaad coneanzrazlon of oxygan on a 
H'hcAir baa 11, Sha alao haa a gaazronomy zuba co aaaiac in har faadlng Sha 
la blind and raZMrdad. 

Tha family of loulaa and toaa conalaza of a fazhar. mozhar and 5 albllngg . 
of vhlch ona la atlll at homa. TJ-.a family la a mlddla' Incoma family vlzh tha 
fazhar aaplo/ad a' a crurJi: drlvar and zha mozhar amployad aa dark In a Ir^ 
firm. 

Whan Loulaa and Zoaa vara bom, thay had no prlvaza Inauranea covaraga 
Thalr fazhar had appllad for prlvaza Inauranea covaraga for h*maalf aj,d hla 
dapandaaza offarad by hla aaploy^r, buz ha covaraga had noz yaz bacoaa 
affactlva Tha family racalvad aoaa aaalazanca for paymanz of hoaplzal bills 
from tha sc/>ca Crlpplad Chlldran' a Sarvlcaa . buz zhla aaalazanca did noz 
resulz In zozal paymanz Bacatisa of unpaid hoaplzal bllla for which tha 
fazhar waa lagallj llabla, zha fazhar'a wagaa wara gamlahai. and tha father 
evanzually fllad a fauaral bankrupzcy pat.zlon which waa granzad. 

Onca zha fathar'a prlvaza Inauranea policy bacama affaczlva. Loulaa had 
covaraga for bozh hoaplzal and homa cara Tha annual coaz of har cara i$ 
cutranzly abouc $200,000. Har cara ac homa raqulraa 2i'hour nuralng care. 
vial Cf by or co a physical zharaplaz. a ratplrazory tharaplaz and a 
physician Har hoaa cara also raqulraa apaclal aqulpaanz. a spaclal fomla. 
aadlcatlons and a varlazy cf dlsposablaa In addlzlon ,ha la parlodlcally 
hoaplzallxad 

Tha fazhar'a amployar racanzly swlzchad Inauranea earrlars. and aa of 
Auguaz 1 of this yaar. Louisa will ba covarad by a naw policy This policy 
has a llfazlma maxlmim banaflz of $250,000 and doaa n'i pay for In- hoaa 
nuralng cara Slnca zha anmtal c tza of Lottlsa'a cara ara approxlmataly 
$200,000. zha maximum banaflz vould ba axhauazad wlzhln 1-7 yaars, and slnca 
thara la noz covaraga for tha In-homa nuralng cara. amounting co .bout 
$10,500 a monzh. which Is naadad If sha Is to ramaln at homa. aha would hava 
to ba Inszltuz^onallxad. 

For fix monzhs. Louisa' a paranzs aoughz halp from a nua^ar of public 
programs wlzhouz auccass For axampla. Lxtlsa's paranzs wara zold zhaz tha 
Is noz fliMclally allglbla for zha ragular sta.'a Ttzla XIX Hadlcald prograa 
bacausa har paranza' financial ratourcas ara too high Thay wara also zold 
thaz tha could qualify for Hadlcald banaflta If sha was InsZltutlonallxad 
bacauaa than thalr Incoma and aaaata would noz ba countad in datarmlnlng har 
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fijuael*! 9H$lblHcj VhlU tb» mt omm m H»dle*ia 'v«lr«r' progrm that 
will pro¥ld9 paymmt for carm for ebildrm trsnsfarr^d from sa lattltutlonMl 
mmttUtg CO • bomg/cemmmlej ••ttlag who veuld not ordlttMillj bm fltiMoeUHj 
•llflbla for H^dlcMld hmi*tlts ae bem». thf wort told eb*t do^. not 
^lifj for thlm profrtm. Tbtj bsvg r^cmitlj b—a lafotmmd thMt tha mff 
hMt applied for m Madlesid 'vmlrmr' that will mllcm Hadleald covaragt of hmr 
homa caxm Mtm, Thaj, hanwwr, tadarataadablj ramiaad ccncmmad abovt 
vhathax thf will ractlrm adaqt»ata covaraga of bar bema caxa coata 

Aana H. la almoat < jaara of aga. Sha baa • pomalbla dagaasrstlvs dlt*aa% 

of tha narrout ajatam that baa raaultad la a icw laral of fuaetlotilag. 

Xb July of 1981. vbao Aanm waa 3 moatha old. mba v«« boapltallzad for • 
aaltura. During 19SI'19S3 aba waa boapltallzad oa aumaroua oceaalona for 
traatmaoc of aaUtiraa. racarraot pammoal*. ana a rarlatj of dlagnomtlc 
procadaxaa Including brain and llvar blopalta. Slaet 19$*. bar 
hoap^tallaatlona bar* attbatantlallj^ dacrmaaad baemut chara baa not baan 
racurraoca of bar pnaumonta. 

Anna waa earad for at boma axeapt during parloda of hoaplfllzatlon from 
19H until Mtgvat 19U. ac vftlci tlma aba waa placad In a aklllad nuraUig 
homa. At tlma of plaemaat. tha annual coat of bar eara for both 

hoapieal and boma eara waa approximtal^ $11*. 000. 

Aaaa'a family conalata of bat fmcbmr, motbar and oaa a lb ling. Thaj ara a 
mlddla* incoma family vxrb both paraata balng aalf'amployad In tha operation 
of • company that markata produeta Co racallara. From 1981 to Auguat 1986. 
Anna bad prlrata baalth Insuranca *jOtaraga uadar bar fathara' haaltb 
Insuranca policy. Tha pramivm for thla policy waa aubjaet to annual rtvlmr 
and incraaaad dramatically dua Co tha coat of Ann^'a eara In 1981. prior to 
Ann*' a 'Jlrth. tha pramlum waa $100 a month; in 1985. tba pramlum wta $1300 a 
month, and In Iftt, Aanm'a ftthtr waa notlflad chat Ch* 1986 pramlum would 
iocrcwa Co $1900 a aoach, arouatlng Co $22,800 a yaar 

Vaabla Co afford cha Incraaaad coat of tha pramiuma for prlrata baaltb 
Insuranca, Anaa'a paranta aovgbt balp from rarloua publie programs Thay 
wara Informad chac Anna' a would not ba financially allglbla for cba atat* 
Hadleaid program bacauaa of bar paranta' inccma and asaata unlaaa aha waa 
instltutlonallsad. In wblca eaaa b^r paranta' incoma would not b* attrlbutad 
to bar for purpoaaa of dataxwlnlng program flaanelal sllglblllty Har 
paranta. t^avar. wantad to concinua Co car* for bar at boma, arjd whan thay 
laamad that cha atata Hadlcald program bad a apaclsl Madlcald 'walvar* 
program sllomlng paymant for boma eara for cblldran at rlak of 
inatleutlooallzatlon who would not oCharvlma ba •lig bla for Hadleaid 
banaflta. thay appllad for Anaa'a ad^aalon to tha pro^^am Thay vmr* 
notlflad that Cha walvar program maewad only 50 paopla and An.*< waa 2i6tb on 
fl maatar wsltlng Hat. 

Siac* Anns'a paranta eould not obtain financial aaalatanca to pmy for bar 
boma eara, thay raluctanzly placad bar In a aklllad nuralng faellley Thla 
facility la an ovar thraa hour drlva from Anna' a homa. wh^ ^ makat Ic 
difficult for bar paranta to wlalt and monitor bar eara. 

vavnm c^tunonic chid halti noBUW 

C«tMtrophlc child tM«lth problcM ofe«n datlnad In tan« of xha total 
amual health caxa arpandltutaa giaatar than a e«Tt«ln amoiunt, In tarma of 
total out* of«pock«t axpaMAlturaa In aiKcaaa of a fixed caount, or In conu of 
out>of«pock*t «xf«ndltur«« •xcoodlnc • proportion of fmlly IneoM. Thaaa 
fzeblama. hovoirar, may alao ba dtflnod In caraa of apoclfle dl«fno«cle 
condition* 9r In Con* of functional llalc«tlons that maka ehlldron at rlak 
for larga baalth eara axpandlturaa. 

ruvAinci or CAXAsnoraic cnu haui fioiLiMi 

Ona ^roach In daCanlnlnf cha axtanc of cataaerophlc childhood htalth 
i>roblaaa la to Idantlfy tha proportion of tha child population vho hava larga 
haalth car* aicpandlturaa. A 19tO raport of tha Aaarlcan Acadaay of 
fadlatrlca concludad that 'chlldran rapraaant a gaall proportion of tha total 
cataa trophic azpanaa bill.'*/ Anothar approach In datatmlnlnf cha axtanc of 
cataacrophlc childhood haalth problaas la to aatlMta tha pravalanca of 
handicapping condlclona and chronic lllcaaaaa aaong chlldran, Inaaauch aa 
chlldran with luch condition* and lllnaaaaa ara llkaly to hava cataa trophic 
haalth eara axpandlturaa. fravalanca can ba aatlaatad by r<rfar«nca to 
apaclflc conditlona and lllnaaaaa aaonf chlldran or by rafaranca to acclvlcy 
llaitationa amo n g chlldran. Rational pravalanea aatlMtaa hava baan 
davalopad for 22 of tha soac coMon chronic childhood dlaordara b'aad upon an 
Bxhauatlva r*vi«w of lltaratura, and thaaa aaclaaUa Indleaca thac tha 
pravalanea of eoMon chronic childhood dlaordara la qulca low ^ An analyala 
of tha aoac racantly availabla data froa cha Hadonal Haalth Intarvlav Survay 
Indlca aa that a ralatlvaly avail proportion of cha child populaclcn undar 18 
yaara of ago haa Bodaraca to aavara llaltaclona to uaual acclvltlaa (a g , 
play or achool) ^ 

It ahould ba notad thac cha aforaMnclon«d aatlaacaa ralar*ng to tha 
axtant of cataatrophlc child haalth problana ara darlvad froa data a ate vhlch 
ara noc curranc Slnea AIDS nay hava cha affact of Incraaaing tha nuabat of 
chlldran with cacaatrophlc haaleh problaaa< thaaa aatlaataa say changa a* 



ERIC 



.93 



83 



d«t« •boat th» pr*v«Unc« of AID. «aong n«wbom« •nd children b*coa« 
•v«lI«bU. 

KACMTODl Of OrEKDITOUt POt CAT*,«TMmc CHIID HEALTl FtOILEMS 

txliclns Inforutlon «boue h««Ith car* costi incurred by • group of 
children. Known aj cachnology d«p«nd«nc children. d*»on«crAC«f Juit hov great 
tha cotci of caro aay b« for children with catajcrophlc health probleat 
While the tachnology d«p*ntei.c child populaclon u»y be daflned In a variety 
of vaya. It generally Includaa chlMren who usa aedlcal davlcea or equlpnent 
to co*p«nMt« for loee of a bodily function and who require regular rurilng 
cere, vlth the Boit publicized of cbaae children being thoea who are 
dapendenr upon a ventilator for ajalatanea In breathing 

Ta«hnology d«p«nd«nt children era gcnarally Initially hoipltallzed 
for an axtandad period of tl»a, and It la not u^4S\xal for the coit 

tha Initial hoipltallzatlon to exceed a hundred thousand dollari 

o ProlUlnary analyala of data regarding children enrolled In the 
Pennaylvanla Ventilator Afaletod Chlldren/HoM Caro Prograa 
Indleataa that tha avarago coat of hoepltal caro for theie 
children after thalr condition haa atablllzed In tha aonth prior 
to dlachargo tg $34,600. 

o PralUlnary analyfla of data regarding children enrolled In tha 
Hoaa Caro rrogrcs conducted by tho Maryland Coordinating Center 
for HoM and m — in I cy Caro Indleataa Chat the arerege coat of 
hoapltal c«ro for thaee children efter thalr cond'tlw hae 
acablllzad In tho aonth prior to dlechargo waa $2^ 800 

While ho«e cere of thaee children la loia expensive a *n hoip;*aI 

care, tha coat of hoM caxa la naverthaleia ilgnlf leant. 

o PrelUlnary analyala of data regarding children enrolled In the 
HoM Care Progras conducted ty tha Maryland Coordinating Center 
for HCM and Covunlcy Care IndlceCaa that tha cverage itart-up 
coat of ho«a care vaa $9,000 and that tha mraga aonthly cost 
of hose care af :ar tha flrat vonth at hoM waa $9,000. 

o ProllMlnary ar^lyale of data regarding children enrolled In the 
Ho^ Care Pwogras of tha llllnofa DWlalon of Sarvlcei for 
Crippled Children Indleataa that the avarage atart-up coat of 
hose care vaa $g.000 and the average aonthly coat of hoM care 
after tha flnt aonth vaa $S.SOO ^ 
-> Evan after thaee children are discharged froa the hoapltal to their 

hoaae. they oftar «ra rehosplCallzed for verlous )>''obl*ms 

o Preliminary analysis of data regarding children In tha Illinois 
Hoaa Care Prograa Indicates that tha avarege cost of 
rahospltallzatlon vaa $i.iOO.i/ 

TUSXJUMCt COVmCI OF dliXtW WTl CATAmOFlIC UALTI PIOgLZKt 

Available data Indicate that children 0-17 yeers of ege coiutltute the 
lergest segaent of the uninsured populetlon under tha age of 65 x/ However, 
precise estlaatos of tha uninsured child population vary. dapen^>ing upon the 
sourc* of data, tha data whm tha data vera collected, and tha age of the 
children Involved. Taken aa # whole, available data sv.ggest that a 
significant proportion of tha child population under 18 veers of age lack 
health In trance covarege private or public (a.g . Kadlcald). all or part of 
tha yeer ^ It should be noted thAt up-to-date Information about the current 
proportion of the child population that Is uninsured Is not available, but 

"'^'P'"** •g"«~nr that there has bean a growth In 
underinsurance among children In recent years * 

Underinsurance Is as such a problem es unlnsurance for children vlth 
cetestrophlc heelth probLw-.a Even when children vlth catastrophic health 
tJI*utmtt"«f « '^»»''<'-P-«y coverage, H.ltatlons often re.trlct 

the utility of private In* .r<..« benefits for th« Thus, private health 
Insurance policies often have «xlaua llfetlae beneflta which Ir tha cast of 
r. .VHV w/v""""**''' proble. „y be exheuited while the child 

is .till In high-cost health .ervlces for an extended period of tlae private 
heelth Insurance policies also often require co-payments, which In the case 
^Lltlon K T/k . • "f«rophlc health probl.a may be quit, large. In 
JtrlM' I Iwurance policies not Infrequently „clude fro. coverage or 

^ir-IrrilUlV "^f that children vlth 

catastrophic probleae may veil need 5/ 

r«J!!'«f" Insurance coverage does ^t guarantee that the 

costs of needed health care will be covered, public Insurance coverage does 
'I f^?"'" ^* <=ov"d Fa-llle. 

Jtv*"- i*^"*)/ catastrophic health problea. often turn to the state Title 
XIX Medicaid programs, but even If a child vlth catastrophic health care 

^I^rif.^r^.^ P"*'- P'ovld" relaburse^nt for 

s"^^ c" 'VI T'" * P^-" "-AS- ••"<5*^'<* 

servicee and exclude from coverage varl<vis optional icr.iccs 2/ 

POLICT IKPLICATIOW AMD RgCOHKEKBATIOHS 

The foregoing dictates the conclusion that the prc»«nC eye(«a of priv-te 
and public health Iniuranre 1. not protecting a .Ignlf leant number of 
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fMili*! from th« fin«nci«l rlik« and burd«n» of c«t«itrophlc he«lth 
•x^ndicurss Th«r« howv^r. • v«rl«ty o£ f«<l«r«l lnltl«tlv«f that 

could reduce th« uninsuranca «nd undariiuuranca taons childran vho h*ve 
hulth car* probles* rasulting In axpenditurai o£ a cata atrophic nature 

On* approach would ba th« aiuctaant of fcdaral l*si*l*tion aatabliahing a 
fadaral cat««trophlc haalch Inauranca program covaring children A* It haa 
bean pointed out. cat*atrophlc child heelth expendlturea «*ka up e reletlvely 
aaall proportion of total ceteatrophlc exp«ndlturee ao that It eppaera thet 
the coat of fedarelly aubaldlzlnf cet*atrophlc he«lth Insurance for children 
■ay hm relatively lov, A prograa that aubaldlzea cetaatrophlc health 
expandltutea for children could ba attelnlatered at tha acate laral through 
Stata rrogr«« for Children vlth Spoclal Health Care Keeda <CSHC FrograM). 
fofMrly celled tha State Crippled Chlldren'e Senrlcee Progr«a« The CSHC 
prograM receive federal Malat«nca undar tha Title V Katamal and Oil Id 
Health Sarvlcea Block Grant, and aany of tha CSHC program ere heavily steta 
fu»d»d. One advantage of thia approach la that « lerge nu*b«r of theae 
prograas are alreatty thlrd*party P«yora for aervlcea for children vlth 
aarloua baalth problaw requiring hlgb'coat c«re. Another Advantage of this 
approach la that CSHC prograa paraonnal heva considerable expartlee In 
fomiletlng stb.>dards of care for and aonltorlng the quality of cere provided 
chlldran with aerlous health problaaa. and equally Important, thay have 
expartlse In care planning and provlalon of case aanagcaant services to this 
population 

Anothar approach la to axpcnd Hadlcald prograa eligibility and glva states 
tha optica of ellovlng unlnaurad or utid«rlnsur*d faalllee of children with 
catastrophic health problaaa to purchase Hadlcald banaflta vlth an IncoM' 
adjuatad praalua. Expansion of Hadlcald eligibility to poor and n«ar*poor 
chlldraa la highly daslrabla UhatMr. \ovaver, a Hadlcald 'buy* In' Is en 
optlaal or awn realistic Bschanlsa for daallng vl«h uninsured and 
undarlnaursd chlldran vlth cstaatrophlc baalth problaaa Is opan to question 
Tha fact that aany stataa srs not fully utilizing axlstlng Hadlcald options 
for provision of covarags for auch chllcran rslsss doubts about tha 
llkalihood that statas will taka advantage of e Hadlcald 'buy* In* option 
Horaovar. In aany atates where such chlldran are Hadlcald eligible, they do 
not have acceaa to naadad sarvlcaa because of llaltatlona on aandatory 
servlcas and failure to cover optional sarvlcee. and they eleo aay not have 
sccsss to needed aervlcea bacausa of raalstanca of baalth cars providers to 
psrtlclpata In stata Hadlcald prograaa. Horeovar. etata Hadlcald prograas 
frequently do not have adaquate aachanlsaa to assure quality of care which 
ere of particular laportanca to auch children, and they frequently lack t)«« 
capacity for tha cars planning and the provision of cass aanagaaant servlcas 
which ars of partlculsr laportance to thaaa children 

A aoaawhat different approach to helping f sail lee with catastrophic heelth 
problaaa would ba tha araccaent of federal legl elation aandatlng or offering 
Incentlvaa for tha creation of atata hlgh'rlak poola which are generelly 
alaaJ at enabling Indlvlduala who I'a considered hlgh<rlek and hc>nce 
uninsurable to obtain coaprehanslva haalti. iMuranca at raaaonabla prlcee A 
hlfh«rlsk pool apraads tha risk of loss In covsrlng a populstlon at risk of 
Inctjxrlng high* cost haalth care across all psrtlclpatlng Inaursrs. thereby 
reducing each Insurer* a rlak. Tha creation of such poola could ba of 
particular benefit to uninsurable children with cstaatrophlc haslth csra 
problaaa and could slso ba d^slgnad so as to baneflt undarlnsursd children 
with cetaatrophlc health care problaaa. Although the hlgh'rlak pools thst 
have baan eatabllshad In ssvsrsl states are not without thalr deficiencies, 
there appear to b« ways to correct these deficiencies 

A rslstad but nonathaleaa distinct spprosch utilizing th. prlvste sector 
would ba tha enactaant of federsl leglslstlon aandatlng or offering 
Incentives to eaployers for tha sxtsnslon of alnlaua hsslth care banaflts to 
thalr aaploya.s snd the dependanta of their eaployees. Depending upon tha 
benaflta Involved, such leglslstlon could be of ssslstsncs to undarlnsursd 
faalllss of children with catsstrophlc haslth probl«as 



1 Tha cases described srs actual cssss Howtver. the naaes of the children 
have baan c><anged ao aa to protact tha privacy of tha chlldran and their 
faalllaa. Tha Infotaatlon pertaining to t!ass esses wss furnished by tha 
children's parents. 

2 Aaarlc/>n Acadaay of Padlatrlca. Child Health Financing Report, Vol II, 
Ho, 3. Spring 1916 The raport atataa that provlalonal analyals cf ths 1980 
National Hadlcal Care Utilization and Expenditure Survey Indicated that leas 
than 1« of non-lnstltutlonallzed chlldran undar 19 Incurred total aadlcal 
expanaea greater than $S.000 In 19tO; only 0.6* of all nonlnstltutlonallzed 
children undar 19 incurrad out 'of 'pocket axpenaaa greeter than 10* of thalr 
faally Incoaa. and lass than ona-quartsr of 1« had out'of 'pocket expenses 
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gr««t«r than 30« of th* faally incoM. 

3. S. CortMAlur, 'Chronic Childhood Disorders pr«v«l«nc« end Popul«cibn. 
Hov and Ir th* Futur*.* • p«p«r prepared for thi Netlonsl >Uc«mal end Child 
H««lth Baiourc* Center (19t3) According to CorCMker, the following cowon 
chronic childhood disorders have an estlaated prevelenc« of less then 1 per 
1,000* sickle cell dlseese Including sickle cell antala ( 46), naurel tube 
defect Including spin* bifida end encephalocele ( 41). eutlss ( 44), cystic 
fibrosis (.20), hcaophllle (.15). acute ly^hocTtlc ^eukaals ( 11). 
phanylkatonuris ( 10). chronic renWl fellure (.08). muc^ier dystrophy ( 06). 
traUMCic brain Injury (.05). 4l»e following coaiMn dlsordars have •n 
escUated preveleoce of sore than 1 per l,000t aoderete to severe ssthra 
(31)., visual Upslrsent (30), aantel reterdatlon (25). hearing lapalraant 
(10). congenlCel heert dlseese (7). seizure disorder (3,5), cerebrel palsy 
(2.5). arthritis (2.2). perelysls (2.1). dlebates aallltus (1 8), cleft 
llp/pAleta (1,5). Dovna syndrooe (1 1) Ibid . 

4, Tha National Heelch Interview Survey Indlce^-es thac 0 5% of children 
undar 18 yeare of age ere unable to engage In aajor usual ecClvltlea, 3 2% 
■ro lialced In the aw>unt or kind of tuual ectivltlec Netlonal Canter for 
Health Statistics; Currant Estlaataj fro« the National H^^lch T^t^rvi.w 
SurVT. Onltad St^t»» Vlt^l and Haalth Statlictea . Series 10, No 160 
(Sept. 1986). 

5 Netlonal Katemal end Child Heelch Resource Canter, 'Financing Cere for 
Technology Z>ap«ndcnt Children,' (dreft) (1987) 

6 M. Sulvette and K Swertr. The Uninaured and ii ncoapgnaatad rare A 
Chirtbgffk. National Health Policy Forua (June 1986) 

7 Aased upon national data ■•ts froa 1977 to 1984, the proportion of the 
child populetlon that Is uninsured has b«en verlously estimated as 17 5« 
(children undar 18 years of ei^e), 21 7* (children undar 18 yeers of ege) . 
20 9% (children and youth ufwlar 22 yeers of ege). 18 6* (children under 17 
yesra of age), end 15 5« (children undar 16 years of ege). African Acadcay 
of Padletrlcs, MIIBXA n 2, H. Sulvette end k. Sv£rtz. lu pyn n 6. 

8, A recent survey of 55 employer -besed private heelth Insurence plena 
revaeled that 67 3% had som type of iltetiM Baxlauai benefit trenglng from 
$100,000 to ,000.000, and that 36t excluded home cere from coverege h. 
Fox end B ,oahpe, 'Prlvete Heelth Insurence Coverege of Chronlcelly 111 
Children,' e report pr^-pered for the National Katemal end Child Health 
Resource Center (Kerch, 1986) 

A recent survey of prlvete coverege of technology dependent children 
enrolled in tha Pennr-/lvanle Ventilator 'Assisted Children/Home program who 
had private Insurance coverege rcvceled thet 44t of the Insurence plena 
Involved had some typa of overell celling on expenditures, thet 41% excluded 
from coverage or limited coverage of mcdlcel equipment «nd 39t excluded from 
coverege or limited coverege of In-home nursing cere Netlonal Katemal and 
Child Heelth Resource Center,^ AUBIA. " 5. 

9 A recent survey of 42 stete Hedlceld orograma reveeled that In a 
aubftantlal number of states, services neode ay hlgh'cost children with 
handicapping conditions or chronic lllna<ses ould not be covered S 
Davidson, 'Medicaid and Children with Spec lei eelth Care Needs.' e paper 
prapered for the National Katemal and Child Health Resource Center (Jenuary 
1987) 
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Chairman Miller. Thank you. Dr.. Penin, you have a time prob- 
lem? 

Dr. Perrin. IVe just got patients scheduled this afternoon. 

Chairman Mojler. Let me iust, if I can, ask you one question. 
And I hope to get together with you later on this. 

But is perhaps the term catastrophic here a misnomer? I think 
both you and Dr. Northway pointed out that in the past we've 
thought about that as a sort of an episodic event — boom, it hap- 
pened to somebody and nobody had the resources to deal with that. 

But if you listen to these families, we are really talking about a 
lifetime maintenemce operation here in services, and that's where 
it seems to me a great number of the gaps exist. How do you get 
attendant care, how do you get home nursing care, how do you get 
mobilization, how do you get transportation. How do you provide 
all of these resources so that yoimg people, whom 15 or 10 or 25 
years ago we didn't think would live the semblance of a normal 
life, today are going to live a very normal life. 

A paraplegic today has very few limitations placed upon them in 
terms of their opportunities m society, except that he or she can't 
get around because there's not a body of services available to 
young children at the table here. 

There is no indication that they won't go on to school, that they 
won't live some notions of a reasonable life. Randy is the same 
way. 

And it seems to me that that's not quite as romantic or as excit- 
ing for policy makers, but as I've listened to these families over the 
years, it's the most mundane need that they have on a daily basis, 
that would drive most of us right up the wall and certainly drives 
them up the wall. 

And yet there seem to be all of these stumbling blocks. I guess 
my question is, why would a hospited or insurance company make a 
decision not to provide these services? I mean, what is the rationale 
that leads you to do what apparently is financially against your 
own best interest, for a number of these organizations? 

Yet we see it repeated over and over and over again both in the 
private and the public sector. 

Do you have 30 seconds to answer that question. Dr. Perrin? 

Dr.. Perrin. I think you're absolutely right, Mr. Miller, that it is 
not an issue of catastrophe of an acute, short event. Some teen- 
agers have accidents in which there may be an acute catastrophe. 
But still, it's a lot of long-term care afterwards even for this group. 

It may be expensive for the first few months. It still is expensive 
thereafter. And I wouldn't lose sight of that. We are talking about 
long term care for children. 

I think the reason that insurers have been hesit ..t to get into 
this, and ^his is a tremendous service that you and your group can 

I)rovide, is because they have not understood the scope of the prob- 
em. They have had concerns about whether there is an opportuni- 
ty for this to be such a large problem they can't pay for it. We can 
define that number and I think we can see how it can be paid for. 

Chfidrman Miller. If I'm an insurer and I have a young person 
who is going to need a lifetime of services, I guess it's much easier 
for mf^ to think we'll get the first $100,000 and we get rid rf these 
people. This family, you know, they're no longer our obligation. We 
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don t have to deal with this on a monthly basis, change of location, 
change of employment and all this. Let's just spend the $100,000 
and get them out of here. Is that going on? 

Dr. Perrin. Yes. The most cost efficient care for these children 
would be a form of genocide. The cheapest way is to encourage 
these children not to survive. That's not an acceptable public 
policy. 

Chairman Miller. Thank you very much for your coming down 
here and for the benefit of your testimony. And thank your pa- 
tients. 

Chairman Pepper. Are you leaving. Doctor? 
Chairman Miller. Yes, he has to go. 

Chairman Pepper. Very well. We want to thank you all very 
much for being here. Td just like to ask you one question. 

Is there any likelihood that with the limited coverage that pri- 
vate insurance will almost of necessity have, is there any likelihood 
of this problem adequately being met without the overall direction 
and the overall participation of the Government of the United 
States? 

Dr. Perrin. I think the Government of the United States can 
provide a series of important incentives for the private health in- 
surance market to be much more responsive to the needs of the 
fmnilies that we've heard today. We must go beyond that, though. 
We ve really got to deal with a series of issues that are not so 
simple. How do we get children access to health services or hospital 
care. We need to go beyond that and I think that's a very impor- 
tant role for the Federal Government, to help us with that second 
task. 

Chairman Pepper. What would be your statement. Dr. North- 
way? 

Dr. NoRTHWAY. Well, I would basically agree with that. I think 
that one of the things that happens when we select out certain 
groups, those groups end up being the most costly group to care for 
and their costs usually end up being paid by the government. 

I think if there was some kind of situation where — and no one 
likes mandates and I'm not sure you can ever get mandates 
through— all business carried some kind of health insurance, then 
you can spread all of this risk out amongst the whole population 
and that reduces the risk for any one individual. 

When you begin to select out people, then I think what happens 
IS that those people fall into the government's baliwick and in 
order to get into the baliwick you have to basically sell your house 
and do away with all your own resources before you get cared for. I 
don't think that's the most appropriate way to do it. If we could 
certainly encourage everybody, all small businesses, now, granted 
there are some costs there and maybe there could be some cost 
shifting or somehow, but if we could mandate insurance coverage, I 
think in large part we would begin to do away with the financial 
burden being placed on just a few people. Like in California, for in- 
stance, if we took all of those 

Chairman Pepper. Can anybody other than the government dis- 
tribute the risk over the whole population? 

Dr. NoRTHWAY. Although I'm not an insurance p-rson, I would 
think that if everyone who worked had an adequate basic family 
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health insurance policy that the risk then would be spread across 
the country. I think that could be handled by the private sector 
rather than from the government and it would be just those people 

who don't work or who are poor and 

Chairman Pepper. Under that sort of a system, would it not be 
comparable to the situation where Chrysler Motor Company says 
that it adds $600 to the cost of each car to pi "^vide medical care for 
its employees? In other words, isn't the public paying the bill 
anyway? 

Dr. NoRTHWAY. Yes, I suppose they are. The public is going to 
pay for it one way or the other. I guess the real question comes to 
whether we should try to do it first in the private sector and then 
those people who absolutely fall out, there would be a net that the 
State and Federal Governments would take care of. 

Dr. GrrxLER. I do think that there are two different kinds of roles 
for the Federal Government. One is to subsidize care directly or in- 
directly. The other as has beer mentioned is to provide some incen- 
tive to the private sector to provide more and better care and I per- 
sonally believe that the creation of State high risk pools is a very 
enccuraginfr development. 

Now, I think Congress should take a look at what mandating or 
providing incentives for the creation of State high risk pools might 
do for this population that we are concerned about. 

There have been some serious deficiencies in the State high risk 
pools that have been created but I think there are ways of correct- 
ing those deficiencies. 

Congress can also as is now being considered mandate certain 
benefits be provided by employee based health insurance plans. 

Now, there are lots of questions about that approach in terms of 
its impact on small businesses and in terms of some of the prohibi- 
tions of ERISA that would have to be waived vis-a-vis self insurers. 
But I would suggest that maybe there's not one approach that is 
the total answer but there can be a combination of approaches that 
reinforce each other with no one approach being mutually exclu- 
sive of other approaches. 

Can I just make one comment. Congressman Miller? 

One of the reasons I said that I thought it was important to 
think about defining catastrophic health problems not just in terms 
of total enpenditmes on an annual basis, but in terms of some kind 
of functional limitations, is precisely the point that you made a few 
minutes ago. 

There are lots of families that have children with serious health 
problems that occur over a long period of time that require expend- 
itures over a long period of time for a multiplicity of services, not 
just health, but social services, educational services and a variety 
of support services. 

Their total expenditures in any given period, part of a year or a 
year, may not be that great, but when you know that they're going 
to have to be pa)dng for that child over years then you know the 
problems of the child become catastrophic in nature even though 
those children may not fit traditional definitions of having cata- 
strophic health expenditures. 
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That's why I think we need to focus on the nature of the health 
problem and the d^ree to which the child is functionally limited 
in designing some sort of solution. 

Chairman Pepper. I r^^t that Ym going to have to go. I want to 
join Mr. Miller in extending the warmest thanks to all of you and 
to the panel that's coming up next for the wonderful concribution 
youVe made here today. 

Thank you. 

Thank you, Mr. Chairman, very much. 

Chairman Miller. Thank you, Mr. Chairman, very much for 
joining us in these hearings. 

What bothers me a little bit is that in a number of the instances 
we heard about today, and it's true at the other end of the age 
scale-— I remember that the President, when I worked in the State 
L^islature, was fighting very hard for relatives' responsibility at 
that time and it's a. concept that we all generally endorse in terms 
of the abilily of the family to contribute something to the care of 
either our elderly or our children. 

But it doesn't seem to me that the system focuses on the individ- 
ual who needs the services. We bring in all of these ancillary facts 
of whether the family is working, whether they have a home, and 
we spend more time sitting down with Brazil to figure out how to 
fashion a plan for repayment than we do with the family and say 
what is it that you can or cannot do? 

Instead it seems we let you go down for two and a half times, 
and then maybe we pull you back above the surface and start to 
put in place something that is marginal at best. 

There is nothing unusual that you hear from one of these fami- 
lies that is involved in this with young children, which is where I 
have spent most of my time, in terms of the committee. 

These stories of the stress and the complications that families 
have can be told a million times in this country. But we seem to 
diminish the opportunity of the families to participate in the care. 

The young man said that his mother was serving as his attend- 
ant. Now, his mother gave up her job to serve as an attendant. But 
we wouldn't pay his mother the minimum wage to keep the young 
man out of the hospital to replace some of the family income due 
to an accident that was clearly unforeseen and nobody's fault. But 
we're going to let that family become impoverished, we're going to 
let that family come under additional economic stress. And at the 
same time they can continue to wonder for the rest of their life cer- 
tainly, in this young man's desire to go out to college or to have an 
independent life, whether or not care is going to be there. Just live 
with that on a daily basis. 

It seems to me that that is just the opposite of what we say as 
policy makers we want for the American family. The interesting 
thing is that it doesn't seem to 'oe terribly much more expensive 
than this slipshod system that have today. But we don't have a 
system that focuses on the person in need of the services and what 
are those needs, whether it s long term or even immediate, and the 
hospitals in a sense have to do it because they have little or no al- 
ternative. You are having a delivery, you have a low birthweight 
baby, you have the need and you immediately apply the services in 
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that short tiaie frame, or the same thing in terms of a stroke or 
cancer. 

But once you get out of that episode, we — everybody— kind of 
drifts away from you at that point and kind of abandons you. 
Mr. Vento? 

Mr. VsNTO. Thank you, Mr. Chairman. 

I don't think I have ever been as quiet for as long a time — but I 
didn't hear anything I disagreed with. I think the witnesses have 
been very good and your comments are very apropos. 

I recall dealing with a related issue which they called a Foster 
Care Income Amendment that we had added. Charlie Rangel and I 
worked together on it some years ago with our Senate counterparts 
and the incredible thing is the IRS was going to charge income tax 
on a per diem payment for foster parents that were dealing with 
individuals with severe disabilities be>»use they couldn't demon- 
strate the differing costs for cleaning up the ice cream on the floor 
and so forth when you're dealing with children with disabilities. 

So the fact of the matter is that they still, in terms of Tax Code, 
are having a hard time. Foster parents that are willing to deal 
with children that have various typ^ of disabilities and are trying 
to take care of them in a home setting are being treated unfairly. 

I mean, it's absolutely incredible. So I think the fact is that 
clearly there is a need. I mean, if anyone doubts there is a need, 
just look at the title of the program — Crippled Children's Program. 
I mean, that's 1940's jargon or something. We haven't done a whole 
heck of a lot in recent years in terms of putting together this 
policy. It appears to me it probably started out with a lot of good 
intentions and I in no way criticize those that use that terminology 
in the 1940'8 or the early 50's, it was probably appropriate. 

But fortunately today we do use different terms. But there is a 
need to coordinate. And you know I chink the answer to sort of 
b^ging is the one that you implied in your comments, George, and 
I'm sure that most of the professionals that deal in this area and 
study it know what the national government and the insurance 
companies are depending upon. Hiey are depending upon families 
who act like families. 

They expect families to take on the responsibilities and not re- 
ceive any support. And of course as the technology and the lifesav- 
ing capabilities of the medical science today prove more successful 
of course, the old medical model doesn't work. 

I was just recently in my district and visited with a person that 
was the cochairman or founder of Health Care Advocates. She's a 
30-year-old woman that has ALS disease and the only thing she 
can do is mo/e her eyebrow. She communicates through a comput- 
er and goes around to hospitals trying to tell people they don't 
have to stay in hospitals, they can go into private living situations. 

Of course, as I said, the government and the programs that we 
have as well as the insurance programs depend upon families to 
quit their jobs, to take over, to do these tasks. As a consequence, of 
course, then the companies and the Government don't bear the 
risk, they don't pay the dollars. 

I don't know what the total cost of the program that dealt with 
this would be but I do know that we should begin to modify our 
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policies to facilitate this type of care, because of the values we have 
as a society and because it just tends to Diake a lot of sense. 

K s not going to be easy to do, as is indicated by my fight with the 
IKS. And finally we had to change the law. We couldn't get a ruling 
on that. 

We had to finally change the law so it would permit the parents 
or the foster parents, to not pay the income tax on the extra per 
diem pajmient for a handicapped or a disabled child. 

I mean it's incredible, but that was the case. So I really don't 
have any questions of this panel, Mr. Chairman; I think it's a good 
hearing and I'm sure that out of this type of understandicqg we will 
find a policy path that will begin to make some common sense in 
terms of Lome health care for children and for others. 

Th^nk you, Mr. Chairman. 

Chairman Miller. Thank you. 

Dr. Northway, I just have one remaining question. 

If I read your testimony correctly, you talked about the fact that 
in California we have the situation where % of 1 percent of the 
500,000 children admitted to the hospitals were accounting for %280 
milUon of the expenditures. If I try to marry that with Dr. Perrin's 
testimony from the American Academy of Pediatrics, and his num- 
bers aroimd newborns hospitalized 16 days or longer, clnriously, it 
really starts to jump out at you that we're still a long way away in 
terms of having a quarter of a million low birthweight babies. All 
through this hewing, with your testimony and Dr. Perrin's, they 
start to show up in that grouping. 

Is that correct? I mean is that the same as in California, that's 
the bulk of the cost? 

Dr. Northway. I believe so. I think that if you're starting to 
spend limited monies, you need to put it in the right place. Teen- 
age pregr^ancies would be one place to begin. Teenage pregnancies 
are usually 1 :gh risk pr^nancies. If you can get these young 
women into tae health care system early in their pregnancy, you 
may be able to reduce the chance of producing small premature 
baby which will have a long hospital stay and develop some of the 
problems that you witnessed this morning. 

I beUeve there really are some things which we can do to reduce 
the number of premature babies and this is important as a small 
number of cliildren who are premature really do generate huge 
costs because of all the technology and personnel involved in their 
care. 

Chairman Miller. Now, at Valley Children's, where you have 
such a hi^h caseload of Medicaid eligible people, is thot the same 
trend you re seeing there in terms of adolescent pregnancies and 
pregnancies that 

Dr. Northway. I believe so. I can't give you the specific numbers 
or the percentage of our babies that come from high risk pregnant 
mothers, but— and many of those are teenagers — it's quite high. 
We work very closely with the county hospital there and they 
have, they are developing a teenage pregnancy program and so 
we're hopmg that we re going to begin to get to some of these 
young women to get them to get good care so that in fact we can, 
and maybe this is not the right thing for a hospital administrator 
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tc say, so that we can empty out» b^in to empty out some of our 
newborn intensive care. 

Chairman Miller. So that would be where a disproportionate 
share of your cost would show up also? 

Dr. NoKTHWAY. Right. 

Chairman Miller. In terms of pr^nandes that are abnormal? 
Dr. NoRTHWAY. Approximately 35 or 40 percent of our inpatient 
dajrs are in the NICII. 
Chairman Miller* OK. 

Dr. NoRTHWAY. So it's a big problem. For many of these new- 
boms, the outcome is good, although expensive, because they may 
be hospitalized for 2 or 3 months. But then unfortunately, there's a 
whole host of them that go on and develop either chroric lung dis- 
ease or they have some neurological impairment or other problems. 

If we can beein to get to those young mothers into the system 
early, that would obviously be a step in the right direction. 

Another area to look at is trauma. Imuries take more lives in pe- 
diatrics probably than anything else. Once these iqjured children 
get into a health care facility, i»ui;icularly with the very good para- 
medic programs and all that lund of thing we have, these children 
generate very large bills. You saw a young man sitting here who 
benefited from good modem health care. Probably 10 years ago he 
might have been dead, but today he sits here a young man who has 
a fiiture ahead of him even though he's impaired, but unfortunate- 
ly has no way to pay for it and to get into society. 

So those are two areas that we need to look at. 

If by spreading the premium cost across the whole population we 
may not devastate a few families by an illness which they had no 
way to plan for. 

Chairman Miller. Well, thank you. Thank you. 

Next, the committee will hear from Sara Rosenbaum, the Direc- 
tor of Child Health for the Children's Defense Fund, and Dr. Con- 
stance Battle who is the Medical Director and Chief Executive Offi- 
cer for the Hospital for Sick Children in Washington, DC. 

Welcome to the committee. 

PANEL THREE— THE RESPONSE TO THE CATASTROPHIC HEALTH 
CARE NEEDS OF CHILDREN: CONSISTING OF SARA ROSEN- 
BAUM, DIRECTOR, CHILD HEALTH, CHILDREN'S DEFENSE 
FUND, WASHINGTON, DC; CONSTANCE U. BATTLE. M.D.. MEDI- 
CAL DIRECTOR AND CHIEF EXECUTIVE OFFICER, THE HOSPI- 
TAL FOR SICK CHILDREN. WASHINGTON. DC. ON BEHALF OF 
NATIONAL ASSOCIATION OF CHILDREN'S HOSPITALS AND RE- 
LATED INSTITUTIONS; ROBERT SWEENEY. PRESIDENT. NA- 
TIONAL ASSOCIATION OF CHILDREN'S HOSPITALS AND RELAT- 
ED INSTITUTIONS, ALEXANDRIA. VA; AND MICHAEL MORRIS. 
EXECUTIVE DIRECTOR, UNITED CEREBRAL PALSY ASSOCIA- 
TION, ON BEHALF OF CONSORTIUM FOR CITIZENS WITH DE- 
VELOPMENT DISABILITIES, WASHINGTON. DC 

STATEMENT OF SARA ROSENBAUM 

Ms. RoSENBAUM. I have submitted a longer statement for the 
record and will just present a brief summary of my remarks. 
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I will address remedies. It is extremely important that in shap- 
ing remedies that we focus on the absolute catastrophies that we 
heard of this morning as well as what for lack of a better name I 
will call relative catastrophies, that is catastrophies that entail 
denial of access to primary and preventive services that might 
avert an absolute catastrophe but that are beyond the reach of 
many families. 

Starting with absolute catastrophic needs, there are a number of 
steps that Congress could take that are really the topic of a long 
term debate. 

Even though the issues relating to long-term care for the aged 
and catastrophic rare for the aged are complex and politically diffi- 
cult, they are easier than remedying children's plight, because 
there is a single large payer, namely Medicare. Once a political 
consensus about what need be done is reached by Congress, signifi- 
cant remedial actions can take place, which will aid all the elderly. 

In the realm of under 65 health financing, however, we don't 
have one payer. We have multiple payers, public and private. As a 
result, forming a long term consensus about what health insurance 
ought to do for the under 65 population is extremely difficult. 

Congress could amend bcth the Tax Code and the Federal Medic- 
aid Statute as well as other public programs such as CHAMPUS, to 
build in catastrophic wraparound protections, just as it is now 
doing in the case of Medicare. Congress could also make benefit im- 
provements, just as such improvements are now under consider- 
ation in the medicare debate. These improvements might include 
not only acute hospitalization benefits but also the range of home 
and community based care and case management services which 
have been discussed. 

That is probably the best long term solution and is what Dr. 
Northway and other witnesses have discusssed. It would in fact 
spread the financial risk among ail payers. It could be coupled with 
mandates for both systems to provide health insurance to people 
who have none at all. 

The bill that Senator Kennedy is preparing to introduce in the 
case of private insurance would accomplish some of these goals, 
and Senator Chafee is preparing a bill that would broadly expand 
medicaid as a public insurer for people who do not have access to 
private care. 

These are the appropriate long-term solutions. Insurance, both 
public and private, over the years has become a payer of normative 
health care costs. 

The private insurance industry seeks people who have normative 
health care needs. That is what preexisting condition exclusions, 
lifetime and annual maximums, and diagnostic exclusion riders are 
all about. 

Medicaid has dealt with this normative bias in a different way. 
States put annual limits on hospital coverage and physician serv- 
ices, for example. 

Both types of payers pre doing exactly the same thing. 

We have a very basic philosophical decision to make. Do we want 
insurers- nrivate or public— to act as normative payers or do we 
want thei. to finance higher cost services as well? 
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I tend to agr^e with the latter approach. But I don't think that 
this goal is ach^ivable in the rear future. 

A number of things could be done this year however, to provide 
immediate relief. For example, the home and community based 
care option discussed by Josie Gittler, the option that brought 
Katie Beckett home, is an option that has been exercised by only 
11 States. 

Congr^ could decide to mandate that all States provide medic- 
aid to children who could be moved out of an institution and cared 
for at home. 

When the medicaid home and community care option program is 
available and combined with additional home and community 
based care services, it is a lifeline for these families. 

Congress could also mandate that all States provide medicaid to 
children who are recipients of Supplemental Security Income. 
There are currently five States in the country that still categorical- 
ly exclude disabled SSI children from their medicaid program be- 
cause of a quirk in 1972 medicaid legislation that allows them to do 
this. 

Congress could amend medicaid to make it possible to 

Chairman Miller. What do we allow them to do? 
Ms. RosENBAUM. There are five States in ths country that will 
not extend Medicaid coverage to children who receive SSI, because 
in January of 1972 prior to enactment of SSI there was no category 
of medicaid beneficiaries that were children who were disabled. 
Children were not part of the Federal disability program until 
1974. 

Congress, in enacting the SSI program in response to State fears 
about the added medicaid costs that would ensue, allowed states to 
take a snapshot of their programs as 

Chairman Miller. We re good at that, huh? We take more snap- 
shots than Kodak. 

Ms. Rosenbaum. That's right. That's right. 

Chairman Miller. None of them turn out to be accurate, but we 
take them. 

Ms. Rosenbaum. This snapshot literally shut the door to medic- 
aid eligibility for disabled children in about five states. 

I would say about once a month we get a call from one of the 
families in one of the States, who has discovered to its horror that 
even after it exhausted everything, it still can get no help under 
medicaid for a disabled child. But in a State such as Maryland, as 
you heard this morning, medicaid would provide relief. 

That's an eaf>y thing to take care of 

Congress might also implement a new provision in medicaid to 
allow medicaid agencies to ouy employer provided insurance for 
people who are poor and working but cannot pay their dependents' 
insurance premiums themselves. This would give their children 
some base protection. 

Finally, I urge that the committee look at the Title V program. 
Title V is the old Crippled Children's Services program. It is a good 
source of financing and technical aid to families with severely ill 
children. Until we deal with the Issue how to finance ch'ldren's ab- 
solute catastrophies through insurance. Congress could orovide ad- 
ditional appropriations to State CCS programs to set up long-term 
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case managed care and financing programs for children who have 
literally exhausted everything else or who need case management 
assistance. ^ 

There are two serious problems with the existing Crippled Chil- 
dren s Program. First, many programs discriminate by diagnosis, 
thereby leaving out certain diagnoses such as cancer, leukemia, di- 
abetes, and other condit-ons such as autism, other severe illnesses 
and ailments that result in catastrophic costs. 

Second, most programs now use an upper-income limit test 
*"r'?fr,.'^"^" some sort of threshold expenditure test to determine 
eligibility. 

Both shortcomings should be remedied through a supplemental 
appropriation to Title V to fund a long-term resolution to the case 
management problem and a short term resolution to the financing 
problem. " 

With r^pect to relative catastrophies, the only thing that distin- 
guishes these from absolute catastrophies is a matter of degree. 
Our infant mortality problem in this country is a testament to the 
relative cat^trophic problems. Women who cannot afford prenatal 
care and children who cannot afford in theii infancy periods access 
to primary care from horrendous catastrophes. We urge this com- 
mittee to do several things. 

Firet, it should extend the Bradley-Waxman legislation, intro- 
duced earlier this year, to include all children under the age of 18. 
not just under the age of 8. . 

^e incremental cost of adding an 8-to-18 companion is very 
modest. 

Second, Congress should mandate coverage of all medicaid-eligl- 
ble children under the Federal poverty level. That was established 
as a^. option last year. That should not be an option. 

Third, with respect to prenatal services, unfortunately the cost of 
mandating medicaid coverage or pregnancy care is one of the most 
expensive things that can be done, because of the cost of delivery, 
we think it should be done. But in the interim we suggest that at 
the minimum Congress should swiftly appropriate an extra $30 
million m funding for community health centers and an additional 
* rV* °" for Title V to cover some of the costs of maternity care. 

11 he prepared statement of Ms. Rosenbaum follows:] 
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R£PfREO STATEMENT DF SARA ROSEhBAUM, DIRECTOR, HEALTH DIVISICW. CHILDREN'S 
OCFCNSe FUND, WASHINGTON, DC 

Hr., Cbairaen »a& Heabeis of your CoMitt««s: 

The Children's Defense Fund (CDF) is pleased to have this 
opportunity to testify today regarding catastrophic health costs 
anong children. CDF is a national public charity which engages 
in research and advocacy on behaU of the nation's low inco»e and 
minority children. The issues on which CDF works include child 
health* child welfare, child care, edication* 30b training ^ id 
e»ployment> and adolescent nregnancy prevention. 

For fifteen years, CDF's health division has engage'i in 
extensive efforts to inprove poor children's access to medically 
necessaty care, including both primary and preventive services, 
and medical care requiring the oost sophisticated and costly 
interventions currently available. 

Both ends of the meiical care spectrum preventive and 
intensive ar-s vital to the heal»-n and well-being of children. 
Comprehensive priiaary care,^ including health exams, followup 
treatment* care for self-limiting illnesses and impairments (such 
as influ nza or sLrep), anJ vision and dental care,^ is a 
fundamental necessity for virtually all children. Moreover,^ 
about one in five children suffers tzon at least one mild 
functional lipairment such as asthma,^ a correctable vision or 
hearing inpairnent , or a moderate emotional disturbance and 
thus requires ongoing basic medicaj attention. 

Additionally, about four percent of all children (a figure 
which by 1979 was more than double the percentage reported in 
1967)^ suffer frcn one or more chronic impairierts with a loss of 
functioning. Included in this group are children suffering from 
degenerative illnesses such as cystic fibrosis,, multiple 
handicaps and major orthopedic impairments. About two percent of 
all children suffer from one of eleven major childhoc diseases 
including cystic fibrosis,, spina bifida, leuKemxa,, juvenile 
diabetes,, chronic Kidney disease, muscular dystrophy,, hemophilia,, 
cleft palate,^ sickle cell anemia, asthma and cancer.^ 

Finally, nearly 7 percent of all infants are born at low 
birthweight {weighing less thar 5.5 pounds) each year.^ 
Virtually all will require some additional medical services. 
Moreover, about eighteen percent of all low birthweight infants or 



ERIC 



102 



some 43,000 infant, weighing less than 3.3 pounds at birth, wiU 
require aajor medical care during the first year of life. 
Many will require ongoing care throughout their lives.* Low 
birthweight infaocs are also at three time, the risk of 
developing such lifelong impairments as autism, cerebral palsy 
and retardation.^ 

Fortunately, «o».t children, even children with impairments, 
require relatively modest levels of health care. Only about five 
percent of all children incur annual medical costs m excess of 
$5,000.^ However, both groups of children — those wui 
relatively low-cost aedicai care needs and those with high cost 
problems -- can be considered catastrophic cases, in either 
relative or absolute terms. 

A. -BeUtive- Catastrophic Heeds A>ong children 

For low income uninsured families,, even routine child health 
needs can result in catastrophic expenditures if the term 
"catastrophic* is measured in relation to a family's overall 
income. m 1984,, nearly one in every five children, and one in 
every three poor children,, was uninsured."^ (Table I) 
Additionally, one in six women,, and one in three poor women, of 
childbearing *ge, was completely uninsured.^ 

Children under 18, who comprise 25* of the under-65 
population, constituted over one-third of the uninsured in 1984.^ 
Three quarters of all uninsured children have family incomes 
below 200 percent of the federal poverty level, and the vast 
majority {between 66 and 75 percent) live in working families. 

Low income families, when confronted with even normal child 
health expenditures of several hundred dollars per year face 
insurmountable health care barriers. As a result,, uninsured low 
income children receive 40 percent less physician care and half 
as much hospital care as their insured counterparts. 

There are two main causes of children's lack of health 
insurance. They are: the major gaps in the employer-based health 
insurance system; and the failure of HeJicaid,, the nation's major 
residual public health insurance program for children, to 
compensate for these ge^is. 

1. The Private Health insurance Syste. Is Leaving Hor« AMr leans 
Oninsurad ^ •»-»*x4.«h» 

Our nation reliej primarily on private health insurance to 
meet much of the health care costs of the working-age population 
and Its dependents. Most of this private insurance is pro^.ded 
as an employment-related benefit. 
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Employer-sponsored health care plans are tue single most 
inportan*- source of private health care coverage for Americans 
/oun^er than sixt ive. In 1984 ,, over 80 percent of all 
privately insured American cl«i ldr«n werp cove '^d by employer 
plans. 

Traditio ^'ly, ^dip)'' pa^d much or all of the co t 

of premiums for cov«>tage ^r employeet (and frequently some 

or all of the cost for dependents). The costs of this insurance 
are held down because it is Purchased on a group oasis,, and 
because the pool of employed persons excludes many nonworking 
Americans who tend tr lave the most health roblems, including 
the elderly, the disabled, and those who are unemployed because 
they are ill. 

The employer-sponsored health insurance system works fairly 
well for families headed by parents who are employed in jobs with 
good fringe benefits.- It meets much of the cost of major health 
care expenses for employees and, tc a lesser but considerable 
extftit, their spouses and children. 

But thu system never has worked well for millions of low- 
and moderate-income families. First, it obviously excludes 
Lamilies with no currently employed memoers. Secor^, the system 
also excludes members of families--usually at the lower end of 
the wage scale--headed by parents whose employers do not offer 
their employees health insurance coverage as a fringe benefit. 
For example, 30 percent of all employers who pay the minimum wage 
to more than half their work force offer no health insurance. 
The system excludes those children whose parents'- employers 
either do not offer coverage to their employees' dependents or 
offer It only at an unaffordable cost. As a result, a child 
living in a poor working family is only about half as likely to 
have private insurance as a similarly situated non-poor child. 

There is every indication that these gaps in private 
insurance coverage are growing, not shrinking. First, as 
children increasingly lj"e in single-parent headed families,, 
there is a greater likelihood that they will be without private 
insurance covarage. Children living in single parent households 
are three tiaes more likely to be uninsured than children living 
in two-parsnt households . 

Noreovsr, the United states is witnessing a major shift in 
the type of jobs the economy provides,, away from job growth in 
the manufacturing Industries and toward growth in the service 
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sector. Manufacturing jobs generally have greater levels c£ 
eoployer-paid fringe benefits ^ particularly health insurarje. 
Service jobs, by cor.trastf are generally lower-paying and often 
part-tine. These ]obs, even if full-tine, are significantly less 
likely to provide health insurance. To the extent that the 
/jierican economy continues this shifty we may be witnessing the 
inexorable collapse of the employer-based insurance system and 
the resulting disinsurance of the middle class and their families 
over the long term. 

Even enplovers that do offer health insurance have taken 
substantial steps in recent years to reduce their expenditures by 
cutting back on the amount that they will pay for their workers' 
^coverage. One-third of employers reported m a recent nationwide 
survey that they had reduced coittributions to to their workers' 
(or their workers' dependents) annual insurance premiums, thereby 
increasing their workers' share of premiums. This has made it 
more difficult for worke rs earning lower wages to cont inue 
insuring either themselves or their dependents. Setween 1982 and 
1983 alone, the proportion of employees with family coverage who 
were required to pay part of their premium cost rose from 40 
percent to 50 percent.^' In 1980, even before this shift, nearly 
one out of five employers contributed nothing toward workers'' 
premium costs for coverage of dependents, leaving payment 
entirely up to cviployees. 

Employees earning low wages cannot afford to participate in 
their insurance plans <f their share of the premium payment is 
high. Even in l^dO , prior to recent cutbacks, employers, on 
average,, paid o» ly 75 percent of their employees' premium 
costs. kn employee enrolled in an employer-based group 
insurance family coverage plan requiring a 25 percent employee 
contribution, would have to pay as his or her share of the 
monthly family premium--about $62.50 on average. This represents 
11 percent of a low-income employee's gross pay. The employee's 
share of the cost of family coverage is thus unaffordably high 
for workers earning low wages, forcing them to leav# their 
dependents uncovered . 

As a result, children in poor working families are even more 
likely than their parents to be uninsured. While 60 percent of 
poor working adults have soom private insurance, o^ly about $0 
percen*- of children in poor working families do.^^ It has been 
estimated that more than 27 percent of all children who are 
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uninsured liv« with a parent who is insured. 

2. MicAia* tlM Major Public Infttr«ac* Program for r«Bili*t 
with Children, Is Coraring r^war Childran 

Medicaid, enacted in 1965, is thd nation's larg»*t public 
health financing program for fanilies with children. Unlike 
Hedicsre, which provides almost universal coverage of the elderly 
without regard to income, rtedicaid is not a program oi universal 
or broad coverage. Rather, it is based on need.. Eligibility 
depends on having extremely low income. 

Because Medicaid is fundementally an extension of America's 
patchwork of welfare programs,^ it makes coverage available 
primarily to families that receive welfare. With a few 
exceptionii (inclu'^ing pregnant women and children younger than 
five with family incomes and resources below state*set Aid to 
Families with Dependent Children levels), individuals and 
families that do not receive eithe AFOC or Supplemental Security 
Income (SSI) are categorically ;.tciuded. For exanple, a family 
consisting of a full-time working father, mother, and two 
children normally is excluded from Medicaid even it tne favuvr is 
working at a minimum wage job with no health insurance and the 
family's income is well below the poverty line. Moreover, even 
though states have had the option since 1965 to cover all 
children living below state poverty levels regardless of family 
structure, as of December, 1986,, 20 states still failed to do 



In addition to these restrictive eligibility categories,, 
Medicaid excludes millions of poor families because of its 
financial eligibility standards, v»h.ch for most families are tied 
to those used under the AFDC program. 25 ,^^i-e than half the 

states,, a woman with two children who earns the minimum wage 
(about two-thirds of the federal poverty level for a family of 
three in 1986) would find that she and her children are 
ineligible for covarage.26 By 1986,, the combined impact of 
Medicaid's restrictive categorical and financial eligibility 
standards reduced the proportion of the poor and near-poor 
covered by the program to only 46 percent--down from 65 percent a 
decade earlier. 

As a result of improvements enacted by Congress m 1984 and 
1986, many previously uninsured low-income pregnant women and 
children will be aided. 
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o 



The Deficit Reduction Act of 1984 mandated that states 
provide Medicaid coverage to all children younger than 
five with family incomes and resources below AFDC 
eligibility levels. 
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o Th« Defirit Reductioi Ac*- 1984 and the Consolidated 
Omnibus Budget Reconciliation Act of 1986 together 
aandate coverage of sll pregnant woven with incone and 
resources below state APDC eligibility levels. 

o The Sixth Ocnibus Budget Reconciliation Act, passed in 
late 1986 peraits sta*-:i at their option to extend 
autona tic Medicaid ovei •ge to pregnant women and 
children under a9e fiv* with incooev less than the 
federal poverty leve' bjt in excess of st«te AFDC 
eligibilty levels. 

If fully i»i \enented in every state, thbSd; ar-»n^,ments will reduce 

by 36 to 40 percent the number of uninsured pregnant women ?nd 

young children nationwide.^® 

Huwever,, even if fully implemented, these new laws will not 
compensate for Medicaid's growing failures. r<odiCuid still does 
not reach low-income children over age five in twenty states. 
Nor do these new laws aid the millions of uninsured,, nonpregnant, 
poor parents, whether they are working or inemployed. Moreover, 
these lecont improvements are unlikely even to offset the years 
of stagnation and erosion that Medicaid has experienced.. 

In P^ 1985, Medicaid aervad 10.9 million children younger 
than twen ty-one--more than 400,000 fewer than were served in 
Fiscal 1978.^' This drop occurred despite the fact that Fiscal 
1985 was the first yedi. that the 1984 Deficit Reduction Act 
amendments were in effect, and it followed enactment by about a 
dozen states of additional optional Medicaid child coverage 
improvements. Finally, this decline occurred even though the 
number of children in poverty rose from 9.7 million to more than 
12.5 million over the same time period. 

The primary causes of declinirg Medicaid coverage include 
stagnation in Medicaid's financial eligibility levels, and,, 
beginning in Fiscal 1982, a virtual exclusion of poor working 
families from the program. Even in 1977, a child living in 
a poor working family was 1.8 times more likely to be completely 
uninsured than cne living in w poor,, non-wocking family. This 
figure has undoubtedly grown. 

3. Rewdying the "Relative* Catastrophic Health Care problem 

If the "relat.ve" catastrophic health carp problem is to be 
remedied,, it i» essential that the percentage of children with 
health insurance be increased. This might be accomplished by 
requiring all employers to offer health insurance, as Senator 
Kennedy has proposed, or by expanding Medicaid, as Senator Chafee 
is now preparing to oropose, to allow states to offer coverage to 
Any individual or fami ly with income be low 200 percent ol the 
federal pove. ty level or any person excluded from private 
insurance because of a preexisting condition. We strongly 
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support both nwaiurei, which would complement each other. 

At a rtiniiium, ho#ev*r, we believe that any catastrophic 

heelth package produced by Congress this year should do the 

following, in order to reduce the number of poor children facing 

"relative" catastrophic health costs; 

o Mandate state coverage under Medicaid of all children 
under a^e £lve living below the federal poverty level7 
to b» Phased in on a vear«by-year basis beginning in 
riMft. iuch cov« 



Fiscal 1988 . Such coverege is now optional 

Mandate state Med «^-*H govrage of all children under 
age 16, and H»to-21^year-olds in school, jobs, or ^ ob 
training prograns, whose taeily income and resources do 
not exceed their states' AfDC eligibility levels . As 
noted above, the 1984 refores extended auch mandatory 
coverege to children under age 5 but left uncovered 
children ages 5 to 18. Legislation recently introduced 
by Congressman Waxman and Senator Bradley (H.R.1018 and 
S.422 would increase this age lielt to age 8. We 
recommend • further increase to age 18 (and to 21 in 
the case of older children enrolled in school, jobs, or 
job training programs), with a phase-in of all such 
newly eligible children over age five by 1992. 



rhMH under a^e 18 (and 


any 18-to-21 year-old in 


school, job or job traini 
the federal poverty level 


ns) with family ipcqme below 
But over the AFDC eligibility 



this new option but terminates coverage at age five. 
The Waxean/Bradley legislation would raise the age 
limit to age 8. we recommend that the age limitation 
be increased as outlined above. 

o Incre ese funding for Community Health Centera by $30 
mTtlTon, as proposed by Congressman Waxman and Senator 
Kennedy , ^is would Increase by nearly iuu,uuu the 
number of low income pregnant women who receive 
comprehensive prenatal care. Each dollar spent on such 
care reduces by over S3.0u the amount needed to care 
for low birthweight infants by reducing the number of 
infants born ;;oo soon or too small. 

o Pro vide an additional $79 million to the^itle V 
Maternal •nd '(^hild" HeaitT'sloclc grant in~ FIscal T988T 
In id6b~Congress increased the authorization for tnis 
program to $553 million in Fiscal 1>87 and $557 million 
in Fiscal 1988. The program is still funded at 1986 
level of $4 78 million, however. Title V is an 
essential source of funding for low-income uninsured 
pregnant women and children., 

B. 'Abeolnte* Catastrophic Costs Among Children 

In addressing "relative" catastrophic health problems among 

children by expanding the number of children with health 

insurance,, Congress would go a long way toward remedying 

children's aboslute catastrophic needs, which arise in the case 

of severe illness or disability. However, it is evident thjt 

normal levels of insurance are inadequate in the case of severly 

catastrophically ill children -- that is children with more than 

five thousend dollars a year in health care costs. 

Contrary to traditional notions of health insurance as 

providing protection against gra.«e health risks, over -ime the 

nation has developed public and private health insurance systems 



J 13 



ERIC 



m 



that •te designed to aeet nometive , rather than catastrophic, 
nedical care needs. Both public and private health insurance 
systems have developed ayriad ways to linit their exposure for 
high-'cost illnesses end disabilities m favor ot providing 
subsidies for aore routine and normative health needs. For 
exasple : 

o Of all eaployers responding to a major health insurance 
survey conducted in 1986 73% indicated that their plans 
exclude coverage of preexisting condi t ions . ^ ^ 
More plsna now also contain riders that exclude 
coverage of certain conditions that My develop SMOng 
enrollees, such as cancer. 

o Only about 75 percent of plaos offered by nediua and 
larga'Sized firms between 1980 snd 1985 contained 
protections ageinst huge out-of-pocket costs borne by 
enrollees in the event of catastrophic illness. 

o Only 67 percent of aid-end- lerge-sized firms offered 
extended care benefits between 1980 and 1985* and only 
56 percent offered home health benefits. 

o In 1977 only 8.3 percent o£ all children had unlimited 
private coverage for major medical benefits, and one- 
third had coverage for a quarter million dollars of 
cere or less. 

o Fourteen state Medicaid programs place absolute limits 
on the number of inpatient hosptial Jays they will 
cover eech yeer, with some states limiting coverage to 
as few as 12-15 days per yeer.^' About an equal number 
place similar limits on coverage of physicians' 
serv'ices. Others place strict liaitations on such 
vital services as prescribed drugs and diegnostic 
services. 

o Finally, both Medicaid and private insurance frequently 
fail to cover extended home health and related services 
(including such n on - 1 ra d i t io na 1 items as hone 
adaptation), when such coverage is available, it may 
be provided on a case-by-case exception basis. 

The issue of whether private and public insurance should be 
required to -neet nore then normative patient needs is exceedingly 
complex , particularly since so many Americans are uncovered for 
even basic health needs. We think that both sets of need should 
be met, but achieving this goal will entail ^ ma^or longterm 
effort and a large commitment ot funds. 

A key question is how to attain a catastrophic level of 
public and private insurance protection for the under-6S 
{Population. This could be done by amending federal tax laws, the 
Employer Retirement Income and Security Act (ERISA),, Medicaid, to 
mandate catastropic coverage by all public and private payors or 
to require contributions by all public and private insurers into 
a catastrophic protection bill pool Structually we favor a 
catastrophic mandate rather than a high risk pool,, because pool 
premiums are unaf f ordable and because we believe that it is 
preferable for all payors to automatically offer such coverage.. 

However,, mandating absolute catastrophic protection for the 
under-es population is for more complex than in the case of 
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Medicare. Unlike Medicare^ there is no sin9le insurance systea 
for the under-65 population and no political consensus on how to 
broaden the existing payor system to include at least sone 
protection against na^or catastrophes. Therefor e« the debate 
ovtor BOdifying insurance nechaniSBt to protect against 
catastrophes facing younger Anericans is an essential but 
longtera one. 

In the short-run« Congress might consider providing some 
incremental relief for the small number children facing ma^or 
catastrophic illnesses. TMs could be accomplished by creating a 
fund to be administered by state t-ealth agencies (perhaps by the 
agency administering the Title V Maternal and Child Health Block 
grant program for children with special health care needs). 
Such a fund might assist families whose children incur annual 
out-of-pocket medical expenses jn excess of $5000 or 10 percent 
of their income (whichever is higher), either because the family 
is uninsured or has exhausted existing its private or public 
coverage ox does not have appropriate coverage. Families whose 
children have high medical costs could be provided witn an 
additional amount of funding each year, tc be spent m accordance 
with individually developed case plan which emphasizes community- 
based care but which is flexible enough to meet a wide range of 
outpatient and inpatient needs. 

Two major elements would be essential for this type of 
supplementary program to succeed. First, state health agencies 
could not discriminate on the basis of diagnosis, as is currently 
the case under Title V Programs for Children with Special Health 
Care Needs (formerly known as Crippled Children's services and 
other diagnostically-relatet* mental health or developmental 
disability programs. Because existing public programs for ill or 
disabled children tend to be tied to certain diagnoses, major 
illnesses such as cancer, leukemia, cystic fibrosis and asthma 
are frequently uncovered. 

second, the eligibi llty standard under this type of 
supplementary catastrophic program shoulJ use a threshold out-of- 
pocket expenditure test rather than a gross family income test to 
determine children's eligibility for assistance. Currently, many 
state health programs for children with special needs place upper 
income limits on families*- eligibility for subsidized specialty 
services. Since the purpose of this new program is to aid 
families on the basis of their children's excessively high 
uncovered medical costs the eligibility test should be based on 
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•♦hether incurrec* out-of-pocket expenses exceed some absolute 
threshold, such as S5000 or 10 percent of a fa»ily's income. 
Moreovsr, a far different asset test should be used,, so that 
fanilles can retain sufficient resources to provide for thnr 
other children, as well. 

in conclusion, any catastrophic approach for children nust 
address both their relative and acute catastrophic needs. In th* 
laaediate future, we recomnend expanding Medicaid to reach wore 
poor children and the development of a suppleaental funding 
prograe to aid faailies whose children have absolute 
catastrophic needs. 
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Chairman Miller. Thank you. 
Dr. Battle? 

STATEMENT OF CONSTANCE U. BATTLE, M.D. 

Dr. Battle. Chairman Miller, I am a Trustee of the National As- 
sociation of Children's Hospitals and Related Institutions, and Med- 
ical Director and CEO of the Hospital for Sick Children, which I'd 
like to tell you about today. 

At the hospital, we see the impact of chronic illness on the chil- 
dren and on their families daily, as they live out the 500,000 min- 
utes of each year. 

I'm not an expert in high technology care, in the acute care, of 
chronically ill children. But I would like to speak here to the tran- 
sitional care required after the newborn intensive care unit, to in- 
tegrate these children back into their families and into the commu- 
nity. 

Our hospital, located in Northeast Washington, has 80 beds. 
Many of the babies there are born prematurely and no longer need 
the high intensity of an acute hospital. But they are still too sick to 
go home. 

The average length of stay of a baby with bronchopulmonary 
dysplasia, which is a chronic lung disease of prematurity, is 6 
months, but some of our babies stay over a year. 

The annual cost of caring for these children is up to $182,000, or 
nearly $500 ^^r day. 

Mr. Chairman, 96.5 percent of our patients receive Medicaid ben- 
efits. Many of them are poor. Fourteen percent of our children 
have either exhausted their coverage or have insurance that does 
not cover the transitional care that we provide. 

Let me mention briefly two patients at our hospital and the kind 
of care they need. 

Jimmy W was a 5-month-old baby born prematurely who had 
been in an acute care hospital intensive care unit for 5 months. He 
came to us with a tracheostomy and that chronic lung disease, 
BPD, and was admitted to HSC for skilled respiratory care, devel- 
opmental stimulation, and family teaching. 

Our multidisciplinary treatment team taught Jimmy's mother 
and grandmother suctioning, chest physical therapy, tracheostomy 
care, rescuscitation techniques, oxygen administration, aerosol 
treatments, nutritional planning, and developmental stimulation 
techniques. 

After a stay of 9 months, discharge preparations included refer- 
ral to a day care program for infants with special needs and ar- 
rangements for follow-up by home care health team. 

Jimmy now lives at home with his mother and attends a day 
care program. 

The second patient, 7-year-old Rene B, lived with her family in a 
rural area of Virginia. She had malformations of her spinal column 
with associated neurologic disorders and needed a series of recon- 
structive surgeries. 

In between each of three surgical procedures, Rene was admitted 
to the Hospital for Sick Children for intervals of progressive ther- 
apy, cast care, and training in the activities o*' daily living. 
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She was discharged after 5 months to her family with increased 
independent functioning and arrangements to return to her school. 

These case studies are of children who survive today, and are 
able to live with their famUies. But they would not have in the 
past. These children illustrate clearly the changing and enhanced 
needs of a pediatric, long-term care population. 

I welcome this discussion and consideration of catastrophic ill- 
ness. I hope very much that it will lead to the development of cre- 
ative, comprehensive programs to both care for these children and 
provide predictable financing for their future. 

Thank you for giving me this opportunity. 

Chairman Miller. Thank you. 

Dr. Battle. Td like to introduce Mr. Robert Sweeney, President 
ofNACHRI. 

STATEMENT OF ROBERT H. SWEENEY 

Mr. Sweeney. Thank you. Dr. Battle and Mr. Chairman. Til just 
make a few very brief remarks if I may. 

We have 94 children's hospitals throughout the country and 
weVe heard and seen the types of cases that these institutions 
treat. 

We had a meeting last week for our membership in which we 
discussed this whole problem of catastrophic illness expense and 
children. One administrator of a children's hospital who attended 
that meeting presented nine cases, youngsters who had been admit- 
ted anywhere from one to seven times, and their total bills for 
those periods of hospitalization was over $5 million. 

And the families had paid on their behalf $2.7 million leaving 
the families and the providers to deal with the residual of about 
$2.5 million. Five of the patients were medicaid patients. In that 
State medicaid paid only $41,000 toward total charges of over $2 
million. The interesting thing is, one child in that cohort of nine 
had all his bills paid. He had a multitude of medical problems. But 
in this case a blessing in disguise. He had a renal problem and so 
was covered by medicare as part of the end stage renal disease pro- 
gram. 

But there s only 2,000 youngsters in the country who have the 
coverage of medicare through the end stage renal disease program. 
So we have to find another vehicle for use other than medicare 
when we talk catastrophic illness in children. 

We've looked at admissions in children's hospitals and our find- 
ing is that 1.35 percent of the patients have bills of over $50,000 
and that accounts for 26 percent of the total charges for those pa- 
tients. These cases average $105,000 and they stay in the hospital 
perhaps three months. 

Half of these cases are newborns. They are either premature or 
they have birth defects. 

If i may, Mr. Chairman, I have some detailed information on 
these studies that I would like to put in the record. And I would 
also like to submit the position paper that our association has de- 
veloped on this whole question of catastrophic illness expense in 
children. 

[See appendix 2 for material submitted by Mr. Sweeney.] 
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Mr. Sweeney. We have identified really three causes of cata- 
strophic illness expense for families. 

First is the traumatic situation. We saw examples of that this 
morning. The child with serious bums, or trauma, or perhaps a 
liver transplant, heart transplant. 

And frequently enough these cases then slide into what we would 
categorize as the second group, and that is severe, chronic condi- 
tions in children. 

But Mr. Chairman, there is one other type of catastrophic illness 
that we see and experience so frequently in children's hospitals 
and that is what we call the first dollar catastrophe. 

That is where the family has no resources whatsoever to even 
avail themselves of basic care. Those are the kids that we see at 3 
in the morning in the accident rooms with chronic ear infections 
which left untreated or treated in an episodic way can lead to more 
serious problems. And that's the case of these premature babies 
that we see, so many of them from young mothers who don't have 
adequate protection and have had no adequate prenatal care. 

So many of those high cost babies could be prevented with a few 
dollars spent up front as I know you are aware. 

We think you mentioned earlier, Mr. Chairman, the question of 
the Brazilian banks. And we think that has a direct influence on 
what is going to happen in meeting some of the problems, social 
problems we have in this country.. But we do think a great deal 
could be done in the private sector. 

And we have some proposals that are contained in our full state- 
ment here. 

First, Senator Kennedy is going to introduce legislation requiring 
employers to provide minimum insurance which would cover pre- 
natal services and primary services for children within insurance 
pools to assist small employers. We think that is an important step 
to get first dollar coverage in place. 

We would urge that we facilitate individual choice of basic and 
catastrophic coverage through State risk pools and tax incentives. 
And we see, Mr. Chairman, as a possibility of a tax incentive, that 
the legislation read that unless an employer provides a catastroph- 
ic rider on his basic policy it's not a tax deductible business ex- 
pense. 

On the other hand, we think it would be appropriate where fami- 
lies can afford to do so if employed parents do not cover their de- 
pendents with their insurance, that the employee be taxed on the 
dollar value of the insurance that he's had provided to himself or 
alternatively, we would suggest that there be a deduction in the 
standard exemption allowed to, for each youngster If the family did 
not meet its responsibility and cover those youngsters in the group 
insurance plan available to the employer. 

We support very much the position that the Children's Defense 
Fund takes, that mandates medicare coverage for pregnant women, 
and children under age 6, who are below the Federal poverty level 
and standardized medicaid coverage for mandated services. 

Mr. Chairman, that's a big bite, as you well know. In some 
States, unfortunately, among our 50, if you had a meal in a week 
you don't qualify for some of the health programs. 
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But that, we think, needs to be done so that we talk about Amer- 
ica 8 children, not Wisconsin's children or Texas' children or Mis- 
sissippi's children. 

And we do believe that any studies that move forward a federal 
initiative, any studies of catastrophic illness, that children and 
youth should have a high place on the age^ida to determine the fur- 
ther needs of this very important segment of our population. 

And I thank you, sir, for the opportunity. 

[Prepared statement of Mr. Sweeney follows:] 
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PREPARED STATEMENT OF ROBERT H. SWEENEY. PRESIDENT, NATIONAL 
ASSOCIATION OF CHILDREN'S HOSPITALS AND REWTED INSTITUTIONS, 
ALEXANDRIA, VA 

Mr. ChairMn, I a» Robert Sweeney.. President of NACHRI,, the 
National Aaaociation of Children'* Hospital • and Related 
Inatitutiona. On behalf of our 94 iMnber inatitutiona, I would 
like to thank you and congratulate you for holding thia hearing 
on catastrophic iilneaa eipenac and children. 

NACHRI*a aid-year Meeting focuaed on the iaaue of catastrophic 
illneaa eipenae and children, and we are deligl.ted that the debate 
IS beginning to eipand to include, indeed recognize, that all 
A»ericana. not )u«t t' « elderly,^ are at nak for catastrophic 
illness eipense. 

Catastrophic illness eipense is a problem for children and 
their f.tiilies. hhile catastrophic illness is rare in children, 
the financial consequences for a family can be devastating. 

At our Meeting last week, one of our children's hospital 
adMinistrators spoke of nine children in h*s hospital whose 
bills anounted to over $5.0 Million. The hospital received S2.7 
Million dollars. Pive of the patients were Medicaid patients. 
In that state,, Medicaid paid only $41 ,400 toward total charges of 
over $2 Million. The only child whose bills were fully paid had 
end stage renal disease and thus was protected by Medicare, only 
2000 of the nation's 60 Million children have Medicare protectionr 
through the end stage ren^l aisease program. 

A recent NACtfRI study of 85.000 adMissions to children's 
hospitals shows that only 1.35 percent had charges over S50.000. 
However., those case* accounted for 26 percent of the total charges 
for the children's hospitals. The average charge for these cases 
was $105.000., and the length of st^y was about three months. On** 
half of these cases were newborn babies,, either premature or with 
birth defects. 

I would ask pcrnission tnat this study and th<> eunnary of 
nine catastrophic cases be subnitted to the hraring recoro.^ 

I would also ask to submit the NACHRI position paper on 
catastrophic illness expense and chilcren. and briefly sunrnarize 
the four components of a comprehensive solution f'^r children. 

• Require employers to provide minimum insurance 

which covers prenatal services and primary services 
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for children*, witli inaurance poola to assist enaU 
enploy :ra. 

B Facilitate indivi ual choice of basic and 

catastrophic coveraqe through State risk pools 
and tax incentives. 

s Mandate Medicaid coverage for pregnant women and 
children under age 6 wno are below the federal 
poverty leve^. and standardize Meuicaid coverage 
for mandated services. 

s Include children and young adults in federal 

^demonstration projects and studies of catastrophic 
insurance coverage. 



I vjuld now like to yield to Dr. Constance Eattle. Chief 
Executive Officer «nd Medical Director of The Hospital £o.* Sick 
Children here in Washington., and a trustee of NACHRl to speak on 
the long-term and chronic care aspect* of catastrophic illness in 
children. 

Thank you. Mr. Sweeney. At The Hospital for Sick Children, we 
see the impact of catastrophic illness on -children and their 
families every day.^ I am not an expert in the high technology., 
acute care of catastrophicaUy ill children, but I would like to 
speak to the transition care required after the newborn intensive 
care unit to integrate these children into their b^mes and 
coanunities ., 

My hospi*^al. located in Northfast Washington., has 80 beds. 
Many of our patients are babies born prematurely who no longer need 
the intensive carr of a neneral hospital., but are still too sick to 
go home. The average length of st«y fcr s baby wzth 
bronchopulmonary dysplasia (a chronic lung disease) is six months, 
but some of our patients must stay for over a year. The annual 
cott of caring for these children averages $1B2.000., 

Mr. Chairman. 96. S percent of our patients receive Medicaid 
benefits. Many of then are poor., but 14 percent of then have 
either exhausted their coverage or have insurance that does not 
cover the transition care we provide. Now let me mention briefly 
two patientc at our hospital., and the kind of care th^y need. 

Jimy l<.^as a five month old baby born prematurely who had 
been in a hospital intensive care unit since birth.. He ca^^e to us 
with a tracheostomy and bronchopulmonary dysplasia., and was 
admitted for skilled respiratory care., developmental stimulation, 
and family teaching. Our multidiscipl inary team taught Jiminy'ii 
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mother and grandmother suctioning., chest physical therapy., 
tracheostomy care, cardiopulmonary resuscitation procedures., 
oxygen administration., aerosol treatments, nutritional planning, 
and developmental stimulation techniques. After a stay of nine 
months., discharge preparations included referral to « day program 
for infants with special needs and arrangements for follow-up by a 
home care team. Jimmy now lives at homt mth his mother and 
attends a day program. 

Seven-year-old Rene B. lived with her family in a rural area 
of Virginia, she had malformations of the spinal column with 
associated neurological disorders., and needed a series of 
reconstructive surgeries. In between each of three surgical 
procedures,. Rene was admitted to The Hospital for Sick Children for 
intervals of progressive therapy., cast care., and training in 
activities of daily living. Rene was discharged after five months 
to her family with increased independent functioning and 
arrangements for her return to school. 

These case studies of children who survive today and are able 
to live with their families., but would not have in the past., 
illustrate clearly the changing and enhanced needs of a pediatric 
long-term popul'ttion. I welcome this discussion and consideration 
of catastrophic illness,, and hope very much thit it will lead to 
the develop«aent of creative and comprehensive programs to both care 
for these children and to provide predictable financing of that 
care. Thank you for giving me the opportunity to speak on this 
issue. 
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STATEMENT OF MICHAEL MORRIS 

Mr. Morris. Good afternoon. I am here today testifying on behalf 
of the Consortium of Citizens with Developmental Disabilities, a co- 
alition of over 80 national consumer and provider organizations. I 
also am here today to testify on behalf of the United Cerebral 
Palsy Institution, a national network of community based providers 
of services to persons with severe disabilities with approximately 
180 affiliates in 45 States across the country. Collectively, UCPA 
spends about $200 million a year to provide vital services to per- 
sons with severe disabilities. 

Many of these organizations have, for some time, supported the 
development of a national health insurance health care mandate. 
However, we are seeing that much of the discussion towards this 
goal does not adequately incorporate and in fact, pointedly ex- 
cludes the concerns of children and adults with disabilities and 
that those we represent will be left out as progress is made on the 
various proposals. 

Severely limited access to appropriate health care and related 
services in the private sector have devastated the lives of many in- 
dividuals with disabilities and their families. All too frequently 
they have been forced to bankrupt themselves in an effort to meet 
ongoing health care costs often leading to unnecessary and expen- 
sive institutionalization of individuals, specifically children with 
disabilities. 

The long-term care costs of disabilities and chronic illness can be 
catastrophic. Of the catastrophic illness insurance proposals circu- 
lated to date, it is evident that only a small percentage of elderly 
medicare beneficiaries will minimally benefit. Of the 37 million 
Americans without health insurance, many of whom have disabil- 
ities, chronic illnesses, and their families, none will benefit from 
these plans. 

The fact is 36 million Americans have disabilities. 3 percent of 
all children have severe disabilities with 11 percent of these chil- 
dren having severe chrc.:ic medical problems requiring continuous 
health care. 

UCPA Govenimental Activities Office is often asked the cost in- 
volved in providing support for persons with cerebral palsy and 
similar disabilities. Since no figures to our knowledge are available, 
approximately 18 months ago, UCPA, with input from a number of 
professionals, prepared a cost survey questionnaire. A letter was 
sent to about 50 affiliates in 15 States in various geographical 
areas asking if they would participate bv helping distribute the 
questionnaire to consumers and their families. 

About 600 questionnaires were reported distributed. Of those dis- 
tributed, 239 responses were received from 12 of the 15 States. 

The design of the survey was intended to factor out costs which 
nondisableu children do not share. In describing these costs, it is 
important to remember that the cost of raising a child with a dis- 
ability depends on variables in each individual case, such as the se- 
verity of the impairment and the money available to the family to 
help the child. 

One of our families in Northern Virginia has a 4-year-old boy 
with cerebral palsy. In talking with them, I learned more about the 
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exorbitant costs of specialized equipment and assistive devices. 
They spend over $10,000 a year for physical therapy, occupational 
and speech therapy for their child and then must purchase equip- 
ment prescribed for them such as wheelchairs, braces, crutches and 
special adaptive devices. Special therapeutic devices, such as inhibi- 
tive cast devices to stietch high tone muscles, devices to aid in 
standing to allow for weight bearing so hips can develop properly, 
special chairs, strollers, pntty seat, eating utensils and even special 
learning devices can cost hundreds of dollars as conventional 
models will never do. 

Communication devices which provide many of our children and 
adults the ability to effectively communicate, seldom provided by 
an outside source because they are not considered medically neces- 
sary, are often beyond the means of families. Constantly replacing 
equipment and repairing it as the child grows and as the equip- 
ment wears out is a continual drain on family resources. One 
parent from Texas says her cbL!d goes without doctor ordered 
equipment. She cannot afford it, sc it is not an expense. 

During one month for well care and medical maintenance, a 
family described this list of doctors visited: an orthopedist, a devel- 
opmental pediatrician, a psychiatrist, a doctor of physical medicine, 
opthalmologist and a neurologist. 

Families usually bear the entire cost of removing architectural 
barriers for their disabled family member. If a family can afford to 
build an accessible home, the cost is great. Many families are only 
able to buiH a ramp so the child can get into the house or widen 
the doorways a little so a wheelchair can pass through. Full acces- 
sibility needs are very often not met. Families make do with what 
they can afford. 

Special transportation costs are also borne exclusively by fami- 
lies. Taking a disabled child to and from beneficial programs and 
therapies result in needs for special transportation. Costs range 
from a special belt for the car to specially equipped vans with 
wheelchair lifts. Electric wheelchairs, which many of our children 
need for mobility, are $5,000 anH have a lifespan of 2 to 3 years. 
They often need to be repaired and many families go without a 
back-up chair. Many severely and moderately impaired partici- 
pants in the survey indicated no special transportation expenses. 
This omission n:eans in all likelihood that they have no transporta- 
tion. 

The average expenditure per year for special disability related 
expenses in our survey, excluding surgeries, is $5,282 per family. 
To raise a child to the age of 18, the cost would be $95,083. If sur- 
geries are included in the averages, the cost is $7,035 per year or 
$126,631 to age 18. Add to this the $4,600 per year normal costs of 
raising a child as estimated in a report published by the Urban In- 
stitute entitled Investing in Children, The Estimates in Expendi- 
tures of Parents. By the time a normal child reaches the age of 18, 
the family has incurred expenses of $82,400. Add to this the $10,000 
needed for raising a child with disabilities or chronic disease and 
the problem faced by parents is obvious. The disabled child has the 
same food, sheltei, clothing and schooling needs as the normal 
child. 
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The cost of raising individuals we represent is long term not a 
one time surgical or catastrophic cost, but a continuous daily cost 
The costs are just as intense, but the difference is that they are 
lifelong in nature. Families of moderate income frequently suffer 
more than low income families because they are ineligible for State 
or Federal help, yet they can't afford the large expenditures 
needed to help their children. A parent from Louisiana said they 
were penalized because they have a moderate income and chose to 
care for their child at home. 

It is interesting to note that only 1 percent of respondents to the 
survey were abfe to bear the expense of supporting a disabled 
family member without outside help; 37 percent received govern- 
ment help in some form; and 11 percent of those received medicaid 
assistance. 

Of the 239 survey respondents, 39 of the families received help 
from private employer furnished insurance plans and 11 percent 
were served by Blue Cross-Blue Shield. 

Medicaid usually paid all costs. However, much of the care pro- 
vided under the system is still tied to unnecessary restrictive set- 
tings at costs which usually exceed the cost of community based or 
home based care. One parent from California reported that her son 
is now in an institution at a cost of $1,400 per month. She said she 
could keep him at home for $700 per month, but funds are not 
available to th^ n. 

Although a cumbersome process, the waiver program has ex- 
panded the list of options states have to structure more cost effi- 
cient and effective care for children and adults at risk of institu- 
tionalization. For disabled children and adults, the waiver brought 
an expanded universe of possible community and home based serv- 
ices if states so chose the option. However, the need to show an 
offset in family based service costs and a difficult renewal process 
has hampered State participation in the program. 

Within broad guidelines established by the Federal Government, 
States have flexibility in structuring their Medicaid programs and 
they in turn varied greatly from State to State. Frequently, Medic- 
aid was only an option after the family divest themselves of their 
assets and reduce their incomes. Some families have to stop all fi- 
nancial support for their disabled child so he or she would be found 
eligible for Medicaid. 

Those families eligible for Medicare had even more serious limi- 
tations. First, it has been structured primarily to be an earned ben- 
efit for elderly, former members of the labor force. Individuals who 
qualify for Medicare on the basis of disability are eligible only after 
a 24 month waiting period. Medicare recipients commonly require 
longer and more frequent periods of rehabilitation care. Inadequate 
access and waiting periods often result in decreased health status 
txnd costly hospitalizatic. The waiting period negates medical evi- 
dence supporting the importance and the cost effectiveness of early 
intervention. 

Although Medicare has a uniform benefit structure, it particular- 
ly limits from coverage many of those items which are of greatest 
importance in the ongoing health care support for children and 
adults with handicaps, prescription medications, certain support 
maintenance therapies, numerous items of disposable and durable 
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equipment such as communication devices, hearing aids and envi- 
ronmental controls, extended rehabilitation services such as occu- 
pational and physical therapy. 

In addition, individuals with disabilities are unable to assume 
tLe copayment and Part B premium, physician and other outpa- 
tient services requirements, for what is a limited system of care 
with no cap for out of pocket expenses, greatly reducing Medicare's 
potential effectiveness as coverage for people with disabilities. 

Moreover, it is important to realize that a very small number of 
individuals with disabilities are served by T^edicare and Medicaid. 
The Medicaid program provides health care to approximately 3 
million persons with disabilities, only 60 percent of disabled chil- 
dren below poverty, and only 25 percent of dis^led children over- 
all. Medicare picks up another 3 million. However, at least 26 mil- 
lion Americans have disabilities. 

Although mo. e individuals with disabilities have better and more 
appropriate access to employment and more are working and able 
to pay for private insurance, they are still unable to obtain employ- 
er based coverage. In the UCPA survey, private insurance was 
found to be a supplement primailly for suigeries and direct medi- 
cal costs without regard to medical maintenance or management of 
long-term needs of the disability of chronic illness. For example, a 
family in Atlanta bought what seemed to be adequate coverage. A 
year later, they had a child which developed epilepsy as a result of 
a childhood stroke. The family is facing $30,000 out-of-pocket ex- 
penses for neuro-surgery to control the seizures. The family is 
unable to purchase a better policy because of the preexisting condi- 
tions. 

Some insurance companies were described as categorically ex- 
cluding costs associated with cerebral palsy, Down syndrome, diabe- 
tes, mental illness, epilepsy and other disabilities assuming that 
total exclusion is more cost effective than community based man- 
agement when in fact, inpatient or treatment crisis management of 
these conditions is by far the more costly of the options. 

Full time emplo:,Tnent for employer based benefits is a luxury 
not afforded to parents of disabled children. A hidden cost is the 
salary forfeited over the years because one parent must stay at 
home. One parent from New York said she quit work and stayed 
home for 15 ^ears to care for her disabled child. At $15,000 per 
year, the family lost $225,000 in income. A mother in northern Vir- 
ginia forfeits $30,000 annual teaching salary to transport her child 
to and from speech and physical therapy. Friends won't watch her 
child and babysitters are hard to find even for the few evenings she 
and her husband attend support groups. 

Small business, the largest growing segment of the employment 
sector, frequently offer no health care coverage. When they do offer 
coverage, they are only able to pro/ide limited, mostly acute care 
benefits, frequently with high deductibles or copayment require- 
ments. The policies are frequently inadequate in their breadth to 
meet the needs of children with disabilities and chronic illness. 

The intense, expensive and chronic suppoit needs of a child with 
a disability means that the lifetime cap will De met early on these 
obtainable policies and, therefore, at some point access to necessary 
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care will be blocked. This is particularly true for medical technolo- 
gy dependent children and adults. 

The expenditures and care needed for a disabled child brings 
pressure and costs to a family that cannot be measured in any 
survey. Constant care and frustration involved in raising a disabled 
child is a factor in the breaking up of families. Respite care and 
counseling are not luxuries to be afforded by a few, they are neces- 
sities for family survival. Many families show strength, resilience 
and resourcefulness when faced with these adversities. Their pa- 
tience and love are amazing, but even the strongest of families 
admit that help is needed. 

The expansion of health care options in both the public and pri- 
vate sector must be evaluated in the extent to which it can be 
strengthened to address the access, afTordability and breadth of 
coverage concerns which I have laid out in this paper so far. 

At a minimum, any employer based mandate must address pri- 
mary and preventive care services and prescription medications. In 
the past few years. Congress has made significant strides towards 
assuring that certain vulnerable groups have access to preventive 
health care. However, there has been littie change in the percent 
of women receiving late or no prenatal care. The incidence of low 
birth weight has shown little improvement nationwide. To continue 
to address this, the Maternal and Child Health Care Block Grant 
program must be funded up to the authorized level for fiscal year 
1987 through the supplemental appropriations process currently 
underway in the House and be fully funded for fiscal year 1988. 
Full funding of this program is necessary to assure cost effective 
options for health care for at risk women and children, including 
children with special health care needs, and to provide the health 
delivery system structures necessary for States to opt for the Med- 
icaid expansion approved last year through reconciliation process. 

Appropriate coverage options for children and adults with preex- 
isting conditions must be developed to stem the rising tide of indi- 
viduals who find themselves medically uninsurable. Many of these 
people are children with disabilities and chronic illness. 

Medicaid coverage should be available on a buy-in basis for 
people who have been denied health care coverage because of their 
preexisting condition and for people who have exceeded their maxi- 
mum cover£^e under private insurance. 

The existing systems are not perfect. Significant amendments 
are needed to both Medicaid and Medicare to address the compre- 
hensive health care needs of children and adults with disabilities 
and chronic illnesses. CCDD commends your efforts to broaden the 
catastrophic insurance discussions to include children and will be 
available to help the committee. 

Thank you. 

Chairman Miller. Thank you very much. 

Mr. Sweeny, I guess the case is made, I asked it before, but if I 
look at your fact sheet here, and if 65 percent of Maryland's cata- 
strophic cases are newborns, somehow we're not getting the job 
done, around prenatal care. I mean, with what we know can be 
done and what we're told constantly study after study, about the 
impact of proper prenatal care, that figure just does not need to be. 

Mr. Sweeney. Yes, sir. And it just seems terribly shortsighted. 
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Chairman Miller. How do you organize this effort? I mean, 
weVe done it in bits and pieces around various programs, but at 
some point, it seems to me that politically the hospital has to con- 
sider this. If that's the case, and if having just gone through where 
we're right in the middle of a tragic dumping case in my district, 
hospitals are going to be under pressure to render that service 
whether r^urces are there or not. 

Because in the case of my district, the baby died, as it was moved 
to the county hospital. And not to be crass, but I think the hospital 
would have rather delivered the baby than face a lawsuit. Maybe 
that's what it takes. But it seems to me, just on the financial basis, 
hospitals, at some point, have got to campaign to let public policy 
people know that this is insanity to continue to accept the number 
of high risk pregnancies that you are required to because for what- 
ever reason, society doesn't address those problems. 

I know we have "healthy babies" and we have all of these cam- 
paigns, but, in the same media market, 65 percent of the cata- 
strophic cases are newborns. 

And that's a devastating figure. 

The catastrophe is the prenatal care. 

Mr. Sweeney. Or the lack thereof. The catastrophe is the preg- 
nancy, to begin with. Th unplanned pregnancy. And they're very 
frequent in a young girl. Thars where the catastrophe starts. 

Then in our society, we tend to shun rather than to support that 
pereon. And then she goes without adequate care and the baby is 
delivered and transferred to an institution such as the Children's 
HcKspital. 

The cost of the infant in the neonatal intensive care unit in 3 
days would more than have met a full program of prenatal care 
and delivery. 

Chairaian Miller. I can get it down for you cheaper than that. 
What s the second, would accidents be the second largest cause of 

catastrophic 

Mr. Sweeney. Above a year of age. 

Chairman Miller. Above a year of age, which would be accidents 
in terms of number of children. 

Let me ask you a question. One of the things that always worries 
me about this notion that we're just going to flip to a home health 
care industry is that there is no real industry out there in terms of 
the kinds of services and the numbers of trained people that we 
need to deliver these services. It reminds me a lot of when we 
closed state mental facilities in California on the basis that there 
was going to spring forth a community-based delivery system. Well, 
20 years later, we're still waiting and it hasn't happened. 

And I'm concerned here, too, that while the intentions are good 
by all of us in wanting children home where they can be taken 
care of by their families and participate in a family environment, if 

fou were to mandate that, you wouldn't have available services as 
see it right now. Is that accurate? 

Ms. Rosenbaum. I think there is a large deficit in the amount of 
long-term-home and community-based care services available. 

Certainly there are children in institutions who might be able to 
come home or into a home like placement, if we had more flexible 
financing arrangements. But there is no doubt that first of all, 
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there would be a certain number of children who just could not 
come home, who would need a long-term institutional placement of 
one sort or another. 

And second, that there would be children who could come home 
with a level of assistance that simply is not in place. 

Now, it would be a tremendously useful thing were there a much 
expanded Crippled Children's Program in every State that had 
enough people either on its own staff or under contract in various 
institutions with expertise in this area who could perform the 
kinds of jury-rigging of systems that you hear these parents having 
to provide for themselves. 

I mean, it's very difRcult for a family to have to go negotiate 
with Traveler's Insurance about what it will or will not pay for. 

Many children's hospitals do provide extensive assistance in fact, 
in day-to-day care and negotiations. That's sort of part and parcel 
of the service. It ought to be formalized, however. 

There is no question that we do not have a system for everybody 
at this point, but between what we provide now and what we might 
be able to do, for example, with better financing, there could be a 
fair amount of improvement. But there is one other issue. And that 
is the children who cannot be brought home because their families 
do not have the financial means to bring them home. 

As you heard this morning, it means a family having to give up 
usually having a two-wage-eamer family in order for one of the 
wage earners to act as a case manager and an attendant and per* 
form all the other necessary functions. 

There is no reason why the SSI program could not pay for this. 
Right now a child is paid essentially $300 a month maximum 
under the SSI program. 

If that program were to pay a much higher rate, for example, 
$2,500 a month, so that tl. home members in fact could be com- 
pensated for some of the services they furnished, it would be much 
more cost effective and it might make some of the placements more 
economically viable. 

The absence of decent income maintenance for technology-de- 
pendent and other severely disabled children is a major barrier. 

Chairman Miller. Yes, Dr. Battle. 

Dr. Battle. The health care providers aren't there, either. There 
are simply not enough nurses to provide care for that kind of 

Chairman Miller. I think that was my point. I mean, there's an 
industry out there that's sort of fledgling and figuring out how you 
get in on this one to provide home health care and how you 
manage it and I guess there's a few big regional operations that see 
this as in fact a proprietary operation. 

And I appreciate that. But I always get a little nervous when 
that and human services rub up against one another. And yet I 
think it's also essential. I mean, I don't mind the private sector 
being involved in this at all and I don't mind bidding out the care 
of young people, and you get decent care for that. 

This notion that you're always going to get it for $3.27 an hour is 
just, you're not going to get anything. That's what I see certainly 
in working with the disabled. It s just not there on any kind of reli- 
able basis. But also, if you were going to take out of the institution- 
al setting the number of children that we desire to, I just don't see 
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that any real infrastructure is there so those families could have 
the body of service. Now, that certainly is not an argument for not 
doing It, because you should put that in place. I'm just trying to 
thmk of where we are in the scheme of things here. 

Mr. SwEBNinf. Mr. Chairman, if I could draw a parallel for you, 
and 1 don t hold up the end stage renal disease program as a para- 
gon of virtue in our whole system of delivering health care. But I'm 
old enough m this business to recall before we had that program, 
we had committees in hospitals who decided who would go on dial- 
ysis and who would not. 

There was no equipment, there was not adequate equipment and 
hospitals couldnt afford to buy that very expensive equipment at 
that time because there wasn't resource. 

Now, the Ck)ngress in its wisdom decided this is repugnant. We 
don t have committees decide who lives, who dies. And so end stage 
renal disease was added to Medicare. 

The key point is here the system was resourced. A predictable 
dependable flow of resources for both patient and provider were 
provided and you very rapidly developed an end stage renal disease 
treatment capacity in this country. 

^"^ *?,.8ame thing can happen with home care if there can be 
predictability. 

But from what I read, the Congress has enactc \ expansion of 
home care under Medicare and the administration has been doing 
everything they can to take it away. And people are not goin«r to 
commit to that type of program where the money is here today and 
eone tomorrow. We've get to have predictability. 

And once it's predictable that resources will be there for families 
so the families can purchase adequate services, in the great Ameri- 
can system the sendees will appear. 

Chairman Miller. Mr. Morris, you started to say something. 

Mr. Morris. I was going to add a similar comment, that when I 
think of the experiences of some States in terms of attendant serv- 
ices. It often IS a question of resources, of what comes first. You are 
never going to have the qualified personnel across the many disci- 
plines that are necessary in terms of taking care of the needs of 
children with severe disabilities unless you put the resources there. 

Chairman Miusst. I guess that's my concern. I don't want to be- 
labor the point. But it seems to me if you take the premise of the 
hearing th^ morning, that there are simple impediments to receiv- 
ing medical treatment in the home, that that's not enough, because 
that s not really the issue. 

It seems to me it's more than the fact that like services can be 
pertormed m the home or in the hospital, because that's a verv 
narrow definition of services. 

In almost each and every one of the young people's cases today, 
the narrow service that they need to be medically reimbursed for 
you can say fine, let s do that in the home because it can be done. 

ir* ^^^^ services that the family needs to continue to hold 
itselt together and to move that child along to normal development 
Sere spoken to in most of these cases. It's just simply not 

Because we don't consider it in terms of the kinds of services 
that are necessary for those young people, whether it's respite care 
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or transportation or counseling or all those things that we don't 
see as an attendant part of that disability. 

Mr. Morris. Yet, within our Medicaid policy, and with the 
change that was made about 1973 in terms of the one little piece, 
one amendment made by Senator Bellmon at that time to create 
the ICFMR DD program, we are now spending $2.5 billion for chil- 
dren and adults if we will institutionalize them and give them 24 
hour a day so-called active treatment, yet we don't have similar 
public policy 

Chairman Miller. No. All I want to say is when we convert it 
from 24 hour a day active treatment that we convert it to 24 hour 
a day active treatment at home. 

Mr. Morris. Absolutely. 

Chairman Miller. And there's a world of difference betv.een 
what I think is going on, which is just to just say OK, you can 
medicate yourself at home, and we'll reimburse you for the medica- 
tion and you can take care of your son at home and well reim- 
burse you for the medical cost; 24-hour a day active treatment is 
^.ore than just medical costs. 

I'd just like there to be a fair conversion. I still think the cost is 
much lower but in terms of the kind of treatment you want I don't 
want to lose the 

Mr. Morris. What I am speaking of goes far beyond medical 
costs. It's the whole umbrella of social service supports that are 
needed by individuals. 

Ms. Rosenbaum. I think it's also very important to remember 
the education amendments that passed last year because those are 
going to set in motion if they work properly, the reshaping of serv- 
ices that are available in the community, starting in infancy. 

It's very important now that health payers come in and begin to 
recognize that some of those services are both educational and 
health related and expand what they will pay for in order to un- 
derwrite fledgling, early intervention systems which includes a 
broad range of services that we think of as not health related but 
which of course go right to the survival of these children. 

Chairman Miller. That assumes that the argument at the local 
level has stopped at this point. 

Ms. Rosenbaum. The argument? 

Chairman Miller. In terms of how those services are going to 
be 

Ms. Rosenbaum. Well, there's a long implementation road 

Chairman Miller [continuing]. The child before they tell you 
how they're going to pay for it. 

Ms. Rosenbaum. I think that it is important though that the 
health payers get their feet wet at the same time. And they 
haven't done it at this point. 

Chairman Miller. Well, thank you very much for your time and 
your testimony. 

[Whereupon, at 2:05 p.m. the hearing was adjourned.] 



ERLC 



133 




APPENDIX 



PRESS RELEASE 



FOUNDATION FOR HOSPICE AND HOMECARE 
519 C STREET. NE « WASHINGTON, D.C. 20002 



FORlMMCOinn REURSC 



FOR MORE INFORMRTION CQNTRCT: 
Ttiomat 6. Cllne or Bill Kalamsndarlt 
(202) 547-6586 



MOSS/PERCV REPORT HI6HLI6HTS THE SCRNORL OF 
NEEDLESS INSTITUTIONRLIZRTION OF CHRONICRLLV ILL CHILDREN 



WaaHin^n, D.C. *- nardh 28, lft7: Senator Frank C. Most, Chairman of the Board of 
the Caring inttltuta, the public policy arm of the Foundation for Kotplca and Komecare. 
today released a report before an unprecedented Joint hearing of the House Select 
Committee on ftglng and the Route Select Committee on Children and Vouth. 

The reported entitled: 'The Crltlt of Chronically 111 Children In Rmerlca: Triumph of 
Technology - Failure of Public Policy,' It the retult of two yeart retearch b^ted In ten 
ttatet: Rrlzona, California, Connecticut, the Olttrlct of Columbia, llllnoit, Maryland. 
Michigan, New Vurk, Panntyluania and Ulrglnia, which account for more than fifty 
percent of all national eHpendlturet on health care. 

SImultaneoutly, the Inttitute preuleiued for the two Congrettlonal Committeet a half 
hour documentary toon to be releated entitled: 'Suffmr Not thm Little Children*. 
narrated by Mt. Sutan Sullluan. 

Both the report and the film eHaminet what Senator Mott termed 'a blight on the 
Rmerlcan contcience and the clear ulolatlon of the dull hghtt of the mott uulnerable 
membert of our toclety.' 

The report eHaminet the unlikely but accurate fact that thoutandt of Rmerlcan chMdren 
are needlettly Inttltutlonallzed. They haue been deprlued of batic rights most 
Rmerlcant take for granted: an opportunity to be at home with their famlMet and to 
(teuelop to the full eHtent of their God-giuen abilitiet. 

Senator Charlet Percy, a member of the Board of Trutteet, Joined in releating the 
report. He and Senator Mott each terued eighteen yeart in the United statet Senate 
during mott of which they terued retpectlueiy as ranking Republican and Chairman of 
the U.S. Senate Special Committee on Rging't Subcommittee on long-Term Care. 

'There It a good deal of talk now-a-dayt about the need to prouide couerage for 
catattrophic health euentt and there it growing recognition that the major gap in our 
health care tyttem it long-term care. Rt thlt report prouet, long-term care it not 
toTiethlng limited to thi elderly, norlr It tynonomout with nurting homet. It prouet 
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conclutiuely thttt we htue to Hnd better uiayt to help romilles core for their chomlcollu 
III at homB--young and old alike. I am proud that our organization can serue as the 
bridge to bring together the old and the young of our nation at symbolized by this 
a7d Sea^^^^^^ """" Committee, on Aging and Children ard 

-Day anar das* these children Hue a regimented, regulated eK!stences, confined to 
h«fT-hfI '"'•^•^ 'P*"^ «f not years, under 

nn nJ?. ? ^rS'.""*^'""*' ^'""^'^ "•"••^ ''•"'nS <h« Chance to smell 
noiuers. or hear a bird sing. They do not knom mhat It meant to play and for the most 
part, they do not know what happiness means/ said Senator moss. 

"The crime that these youngsters haue committed Is to be bom less than perfect In a 

In ."'i'?. ^"^^^ P»rf*j"o«- The worst offenders are kept In solitary conHnemeM 
In total Isolation. Their sentence often Is for life." •••"•emeni 

senator Most said the sad part Is that most of these children could be cared for at 
SSriia. h«Vml^^^^^^^^ T^?"^ technology and this same technology 

?«r . ftl.fr«n '^^'•^"^f*^*'*^ made portable so that It can support the child at home 
for a fraction of the costs of comparable Institutionalization. 

•These youngsters ore the victims of a failure In public policy. The only reason they are 
not cared for at home Is that the policy has not been changed to keep pace with the 
changet In technology, ft national poilcy which allows for the long-term care of 
"".r '.'"2 ""/Wjdren must be deueloped immediately. This poilcy muit beln "ncert 
with the best interests of the child, his family and of society, nils poilcy should be 
So?." preseruing the sanctity of the American famliy/ said the 

Following are other major conclusions reached In the contewt of this report: 

1. There ore approKlmately two million children in the United states who suffer 
from liJUift chronic Illness. Many of these children are kept In hospital inten- 
slue care units or other Institutions. Another ten million children are afflicted 
with some degree of chronic health Impairment which Inhibits dally functlonina 
Accident ulctlms must also be added to the list. It is estimated, therefore that 
from one to ten percent of the nation's children suffer from chronic problems of 
a moderate to seuere nature. 

2. The "boue figures are significant because a small minority of this nation's 
children currently account for approKlmately forty percent of ail oediatrlc In- 
patient deys In hospitals In the United states. Thus, while their numbers In one 
sense may seem small, chronically III children account for an Inordinate amount 
of the notion's health care resources. 

5. ft high percentage of the nation s chronically ill children were born premature 
Modem technology has made It possible to saue Hues of Infants mho weigh two 
pounds or less, ft few years ago a rough rule in medical science was that 
children were not ilkely to surulue unless they weighed more then three pounds, 
ft second large category Is made up of chUdren who were carried fuU term, but 
who are bom with birth defects. 
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4. Mott of the children fall into eleuen categoiiet of so-called 'maiKer" diteatet, 
Including leukemia, cyttic fibrosis, congenital heart disease, spina bifldo, 
asthma, hemophilia, chronic kidney disease, Juuenile diabetes, muscular 
dystrophy, cleft palate, and sickle cell anemia, fl small but rapidly growing 
number of children are uictlms of HIOS. 

5. The primary emotions of parents whose child suffers from birth defects or other 
anomalies are fear and frustration. The words most commonly used by parents 
to describe their reaction were: *IUe were terrified.' 

6. Most families want to haue their chlldrrn at home with them. Contrary to 
mythology, most femilies oo not abandon their children If they are born with 
anomalies. They accept them and want to haue them at home as part of the 
family unit. 

7. Physicians are in agreement that it Is possible to manage the care of most 
children .loma— euen compleH cases Inuoluing multiple disabilities. 

8. Physicians Interviewed were in general agreement as to the criteria which must 
be met before a child can be discharged from an Institution Into a home care 
setting. First, the child must be medically stable. Second, the transfer to the 
home must offer the child an improued quality of life. Third, X^m transfer to the 
home setting must be on acceptable risk. The risks must be small enough to be 
offset by the aduantages of hauing the child at home. Fourth, the family must be 
willing and able to take on most, if not ail, of the child's care. Fifth, there must 
be adequate community support auailable. The most important factor In all of 
the aboue is number four. Its one doctor puts It, 'What you really need Is some 
people who are committed.' 

9. The major obstacle which stands in the way of bringing chronically III children 
home Is lack of funding. £lther no funding eHlsts, or ironically, there Is a bias in 
gouemment and priuate health insurance programs In fajor of Instltutlonallza- 
tlon. What this means is thut families face a Kuw*oris choice. They can either 
ieaue the child in the hosnitni tuhere care will be reimbursed, or bring the child 
home where there is little or no reimbursement auailable. 

to. There are seueral programs which :>urport to prouide financial assistance for 
chronically III children, the most significant being Medicare, Medicaid, Crippled 
Children's Seruices, and CHAMPUS. Significant obstacles preuent most children 
from qualifying for any of these programs, and euen for those who successfully 
naulgate the maze, there Is little .noney aui*ileble for home care. The Medicare 
program, for eHompie, is limited to the elderly and the disabled. After the child 
has been disabled in Medicare's terms for more than two years, the child might 
qualify for Medicare benefits. Cucn so, only three percent of Medicare's 
payments go for home care, and a tiny fraction of that is paid for pediatric home 
care. Ttie basic problem Is that Medicare couers only uery limited kinds of home 
care and is focused on ocute Illness. It does not prouide payment for chronic 
conditions other than end-stage renal disease which eHlst ouer the long-term. 

Medicaid is a program which is only auailable to the poor. Income and assets 
lltnlts of thU federal-state grant-in-aid program are set by the states at 
comparatiuely low leuels. in order to qualify, most families haue to 'spend 
down' their assets, and sell off theK home and possessions, using this money to 
prouide care. Medicaid might then prouide couerage if their income leuet isn't 
much ouer S5,000 a year. One way around this roadblock Is the home and 





132 



community-bated lualuer, In luhlch the normal deeming rec^iirements are set 
aside. This is not a solution to the funding probiem because it aiioius a relative 
handful of children to obtain coverage on an 'eHceptions basis." Ouerall, 
hoiuauer, Medicaid's home care benefit Is only about one percent of the entire 
program, it Is not really even a national progran^ since over siHty percent of 
Medicaid's home care funds are eHpended In one state, Netu Hork, Moreover, 
most af the funds are spent on older Americans. No one has any precise figures, 
but pediatric home care probably accounts for only a fraction of the limited $750 
million In Medicaid home health dollars. 

The CHRMPUS program provides health care benefits to members of the armed 
services and their dependents. The program provides some payment for the 
prDl)lems of chronically Hi children as long as they are hospitalized. Hoiuever, 
there Is a monthly limit of $1,000 for any child cared for at home. 

Most major medical plans sold by commercial Insurers contain a bias toiuards 
Institutionalization and provide Inadequate protection for technology dependent 
children. It Is not unusual for some of these special children to spend up to the 
IK'etime limit of their Insurance policies In the first year of their lives if they are 
hc»oltaiized continuously. Often this means that these children lulii no longer be 
covered by any Insurance; they lulll be disqualified because of their so-called 
'pre-eKistIng conditions.' Even luhen there is coverage under the policy, it is 
often difficult to collect. One parent said, 'it is lilce banging your head against 
the luail.' To the oHtent that insurance provides coverage, the price for that 
coverage is to retain the child in the hospital. Coverage for home care, even 
though it is a fraction of the toti of comparable care In a hospital, is generally 
not accepted. One major oHceptlon: Aetna Life and Casualty provides eHcellent 
coverage under a program they call Individual Case Management. 

Thousands of children live In hospitals and institutions not because they need to 
be there, but because that Is the only place where reimbursement Is available 
for their care. Prolonged hospital stays pose significant problems, including the 
folloiuing: (i) development of the children Is hindered so that they are. In the 
opinion of eHperts, 'years behind their peers;' (2) bonding betiueen parents end 
their child Is Inhibited luiieii the child Is the responsibility of the hospital; (3) 
having a chronically ill child In the hospital produces tremendous stress, more so 
than having the child at home, and can have the effect of pushing the family 
apart; (41 a horpital environment Is a regulated, regimented eHlstence, depriving 
the child of his 0 her freedom and of the opportunity to enjoy the highest 
quality of life; (S) In some instances, a hospital environment can be dangerous. 
The rislcs of infection for ventilator-dependent children are much greater In the 
hospital than they are at home. 

Home care Nas significant advantages for most chronlcaPy ill chHdren. Among 
these advantages, according to eHperts, are the foiioiuing: (I) the quality of the 
care rendered by trained parents augmented by professional nurses is Just as 
good. If not better, than luhat Is available In the hospital; (2) the home offers a 
more positive environment, promoting both Improvements In the child's mental 
attitude and In his or her medical condition; (3) having the chronically Ul child at 
home can reduce the significant levels of stress luhlch parents face In these 
circumstances; (4) home care aids In the child's development. One physician said, 
'They Just blossom;' (5) home care Is generally less eHpenslve, often costing 
only ten to tiuenty-flve percent of comparable care In a hospital; (6) home care 
offers children freedom and preserves their right to treatment in the least 
restrictive envii jnment; (7) home care helps leeep families together; (8) home 
care helps provide children lulth the highest quality of life. 
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Porenit need training and support if they ore to tuccetsrully take on the core of 
their chronically ill or seuerely disoblfcd children at home. Some children houe to 
be uiaSched twenty>rour hours a day for fear that they will not continue 
breathing. Without help which enables the parents to get some sleep, the core 
or the child for more than a day or so would be Impossible. If properly trained, 
parents can assume many of the duties which were performed for the child In 
the hospital, but not all of them. Some procedures must be performed only by 
licenced nurses In conformity with state taw and the best Interests of the child. 

Chronlcarjy Hi children cared for in home care programs need continuing follow- 
up care bij physicians on a regular basis, and under some circumstances they 
need to &e readmitted to the hospital. Unfortunately, some families find that 
once they bring their children home, it is hard to get them back Into the hospltol 
when that Is what Is needed. This appears to be a function of tt»!rd party reim- 
bursement, which is both limited and infleKlble, as noted aboue. 

Seruice coordination, or case management, Is a uery Important port of a 
successful pediatric home care program. What this means Is that someone must 
accept responsibility for coordinating all the care and seniices that the child 
needs. One parent described caring for one of these youngsters 4s *klnd of a 
three ring circus.* Another said that It was like trying to replicate all diulslons 
of the hospital in your home. Parents need the assistance of a social worker or 
other health professional who can help them get the supplies and seniices that 
are needed by the child. The help is needed in part because the current system Is 
so fragmented and disorganized that it takes skilled hands and enperience to 
naulgate through the maze to reach the goal of quality home rare. 

Cuen after parents houe been successful in bringing their children home, they 
Hue with dangerously high leuels of stress. The degree of stress they face 
Increases directly with the seuerity of the child's condition and inuersely with 
the amount of support that Is aualiabie to them. Many famHIes Hue on a daily 
basis with the fear that their child may stop breathing and die unless they are 
able to resuscitate him or her. Parents Hue always on the alert, their Hues 
reuoluing around the child, a fact which produces a high degree of stress. 

There is no scientific study, but the best eul^ence suggests that hcuing a 
chronically Hi child generally brings a husband and wife closei together.. The 
uorlable seems to be the solidarity of the marriage in the first place. Stronger 
marriages seem to benefit, while the pressure seems to shatter weaker ones. 
The Qboue opinion Is complicated by the fact that fifty percent of all American 
marriages end in diuorce, and It Is really impossible to sort out all of the causes 
for the dissolutlon» let alone to point to one Tactor as the proKlmate cause of the 
termination. 

Hauing a chronically ill or seuerely disabled child In the famHy can haue profound 
effects on other siblings. Older children normally feel rejection and suffer a 
sense of loss when o new baby Is brought into the family. This sense of 
rejection ts accelerated when the child Is chronically ill and totally consumes the 
attenHon of the parents. TDe effects on other children are highly uarlable, but It 
is not unusual to haue them withdraw, become depressed, fake illnesses of their 
own, or Indulge In socloily unacceptable behaulor in order to get attention. In 
other instances, the older children understand and tolerate the situation, often 
pitching in to help the parents with the core of the new Infant. In the home care 
setting, there Is no question but that the chronically ill child benefl*« from 
hauIng the company, the loue, and support of his or her siblings. 
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20. Hauing a chronically III child putt a teuere strain on friendthlpt. The contentut 
among family membert it that hauing an lii child ouera long term it damaqinq to 
outtlda ralatlon.hlp.. P.renf .aid that they .imply did not hTue the t?me onS 

.11^'? If " really share tome- 

thing this intent* end complicated,* tald one family member, ramillet of tech- 
maica neut friends in netutoricing utith other. i»ho 
share their tituatlon. such support groups made up of parents of chronicallu ill 
children are aKtremely Important. ""ivony m 

«Ilir"?*.K ment that despite .n the pressures, hauing end caring for 

one of these special end fragile children is the highllgti of their Hues, flsked 

?!rt'nf'Vh.'h^!n,.'i:'5' K*' ""'^^ unanlmout: bringing the child 

out of the hospital to be cared for at home. 

of these families generally inuolue o 
health crisis ufhere the child houers on the edge of death. Equally difficult 
™„i..'.';!i.'«T' M ""^ '""^^"8 for home care and uirestllng uilth insurance 
companies ufho should pay under the terms of their contract, but mho do not. 

H.n , ?" ^^^^^^ Children may regress In 

Imih 1 . m""!" iwlthdrauin and depressed. Speaking of one such 

child as an Illustration, one physician said: -|t uiouJd be disasterous. it mould 
create a depressed child mho in fact may euen mithdram from the morid.* 

•"•^^ agreement on the need for 

S« . h?.iJ ; °' pediatric home care program. 

!!^LL„. . ^7!^^ pressure. Respite can be In the form of hauing 

someone else match the child during eight hours of the nlqht: otherm $e one 

^lueV aTionnrtunH'T^ '''' '^'''^ need7cm; t ImeT^heT 

^!lf i .KnS*^ *° ""^^ »helr omn needs, or Just to 

;n^.H ? ''^•n^* «o gather the strength 

they need to continue to proulde safe care for their youngster. ""^^ns'" 

mnT!?«'ViI'fr"Kni'*''"'I'''"* technology need education Just as 

^nJ^ c kV'' 'J"^?"* ""'^ euen greater depending on hom 

Tauaht ho^ 7n hYJT?""!.X"" parents must 

taugh hom to help their children, and mhen the children reach school aoe 
proulsion must be made by public schools for their education. ^ 

."rl'I«.««"r'K''"/*V*°"'!* ""'^ chronically m children need special 

training. Schools of medicine and nursing should place greater emphasis on the 

Trl tI!!\i^^^^^^ ""^ •'^e possibilities for home 

i?.!!; « ^ """es mho mere educated ten, fifteen, or 

euen flue years ago do not haue an adequate understanding of the eKlstlnq 
In^^I^n^?^:.^'' ""V^ in.tances. the quality of care has been good, but ?n som? 
Instances It has not been acceptable. 

One Of the primary conclusions of this report relates to the need to educate the 
nZTJi '^"'^'^ understand the eKtent of the tech- 

2^«nH K On'« at^out forty percent of the American public knoms 

. "'•ematiue to keeping chronically ill or seuerely disabled 

children In the hospital. There is a need to inform affected families in particular, 
since most of them haue nomhere to turn mhen their child Is born mith long-term 
health care problems. * 
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28. Ttier« It a strong nebd for pediatric hotplce programi. Hotplce Involuet a 
coordinated program of paUlatlue and tupportlue terulcet to the person and hit 
or her famliy. Unfortunateiy, there are rem entitles which proulde hospice 
serjices for children* and there Is no reimbursement for It under public 
programs. Giuen the fact that the number of these frap**^ youngsters uiiit 
continue to increase ouer time and the fact that many of them uilil die. a 
kiatlonat pediatric hospice rrogram of some sort uiocid be an eHceiient Idea. 

29. Pedia; 'c home care Is signlflcantiy more cost effectlue than comparable hospital 
care. The main reasons why children should be cared for at home are: (a) It is 
better for the c^iild; (b) It Is better for the family; and (c) it Iceeps families 
together. The fact that home care is more cost effectlue than care In a hospital, 
sometimes by a margin of ten to one* is an added bonbr Howeuer, the fact, that 
pediatric home care is more costeffectiue tends to point t;o the failure in public 
policy. Public policy has not Icept pace with (9ie changes In technology. 

30* Pediatric home care benefits uary dramatically from state to state, fls a result, 
parents may be forced to uproot the famliy and moue to a different Jurisdiction 
in order to secure adequate funding for their chronically III or seuerety disabled 
child. 

31. Moderp technology, which has saued the Hues of thousands of children who 
preulousty would haue died, may itself proulde the answer to many of the 
dilemmas posed by the suruiual of these children. The technology has been 
miniaturized and made portable so that It can be aualiable at home and. Indeed, 
can follow along with the child wherever he or she might choose to go. Much of 
this technology was developed as a spinoff of the U.S. space program, where It 
was necessary to be able to monitor the health and ultoi signs of astronauts 
thousands of mites from the earth. This technology In the hands of competent 
medlcat and nursing professionals and adequately trained family members 
promises not only to lengthen, but also to enrich the quality of life for millions of 
American children in the years to com^. flii t^at is necessary is for third party 
payors, including the gouemment, to agree to pay fonts us' in the iiome as well 
as in the hospital. 

32. When aslced what adulce they would haue for other parents In similar circum- 
stances, the families of technology dependent children were unrntmous. Sandy 
Reclceweg spolce for all when she said: 

'Fight for home care 100 percent 
because It is uery well worth the effort; 
it Is worth euery ounce of energy that 
you put into these Iclds, to see them 
grow and oeueiop to their fullest 
potential.' 
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^(nmdation forJ{ospice andlf{omecare 

SBC Street, KE.* Stanton Bark • msfun^ton, DC. 20002 • (202)547^6586 
March 23, 1987 



The Foundation for Hospice and Homecare was established to 
ad>2|]f« the interests of those Amerfcans former Vice President 
Hubert H. Humphrey described as being on the -fringes of life" - 
Ll^^rSJ!*'^^ Ow«ted with enormous health problems at the 
SrfUlo fJ? compounding heaHh problems 

in the twlhght of life and the handicapped who are hidden in lifers 
shadows. 

In 1985. In response to this charge, the Foundation's policy arm - 
canng institute - estabKshed pediatric research as one of Its too 
pnonties. Since that time Foundation and Caring institute staff 
have searched the available literature for information concerning 
the problems faced by chronically ill children. They have 
nvestlgated the issue in ten states and conducted dozens of 
interviews of parents and health professionals. 

As a result of this investigation, we have prepared a soon to be 
released documentary, "Suffer Not the Uttle Children", which is 
narrated by Ms. Susan Sullivan, and the excellent report that 
follows - -The Crisis of Chronically III Children in America: 
Tnumph of Technology - Failure of Public Policy." 

J^JiSH^ conclusion that thousands of children are needlessly 
nstltutionalized and deprived of their fundamental rights. That 
mis IS allowed to occur is injustice enough. That it occurs simply 
because we have not focused on this problem and the compellmg 
arguments for bringing ^hese children home is a startling 
indictment of our society. 

Werelease this report with the hope that rt will contnbute to the 
con^ion of this intolGrable situation. In so doing, I would like to 
commend all of those on the Foundation and Caring Institute staff 
Who contributed to this project. Tom Cllne deserves special 
recognition for his tireless efforts as does Nancy Pinkard 




Frank E. Moss 
Chairman. Board of Trustees 
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Thlt ripoii tNtmlMs t blight on tht Amtrlctn conscience-*lhe cletr depriualion 
of the ctoU rights of the most uuinert ble memhtrt of society— chromcbiiy iii children. 

Tlio report oKomlnes the anlikely, hut eccurete feet thet thoutends of Hmehcan 
S^ii H*7.K*'.^ Prtsltiier. iR mstltttttons. Hieso freglle children hove been 

deprlued of their freedom end ere being robbed of en epponunity to groui end dcuelop 
to the full oMteat of their Sod-given eblllUes. a«vci»ii 

^'^'W" • regimented, reguteted eNistencc. confined to 
of sTc'rJ J • "^•'^ ^^•''^•^ '"^ .iiterS end ell 

. M^*.}! «f not under hot lights In ting cribs, never sotrlng the 

Cloud, the ireet. or ether uionders of neture. They heue neu^ hod • chence to h2er • 
bird s ng or to heer the eceen reer. Theg hove never smelted breed belcing or no"e« 

end for the most pert, tbeg hove never loomed uihet hepplness moons. ^ 

The luorst offenders ere kept in sollterv confinement, m totel Isotetlon ONcept for 
l.r«i?t.? h"."'/''!?*- restricted to certelo hours. Ontg one 

Sltogetie? ' ' wmetimes. brothers end sisters ore berred from visiting 

The crime these youngsters hove committed Is to be bore less then oerfect in e 
society uihlch i^nz.s perfection. The length of their confinement cl^ li ?of month / 
yeers. or even for life. mwnmi mr 

i« H«^l^l!"fIl^V^^V*'""•'-*"H •r^ •ff«red uihlch hove little 

. fLVn^HL II P»«»«9 th**" restrictive setting 

is for heir oivn good or thet even If this setting is not In the child's best Interest. 

intJriVT ^ ? "^'^ confinement Is In the best 

interests of society in generel. 

The piein end simple feet, end the mejor conclusion of this report, is thet these 
youngsters could end should be heme uilth their perents. The feet thet they ere „o* 
represents e colossei feliure In public policy. It Is thet feiiure uihich is oNomined In this 
report. 

The only bright spot In this onheppy scenerlo Is thet the problem is e recent one. 
It hes been menlfested in the United Stetes only in the pest five to ten yeers But even 
the most conservetlve estlmetes indlcete thet the problem iviil increase by oeometnc 
progressions 10 the yeers to come. It Is vltel. therefore, thet the notion come to qrlps 
uiith the problem end Immedietely feshlon e policy uihlch restores to these infant 
ftmerlcens their full complement of Constltutlonei rights. The felture to do so uiiil not 
only deprlue the children, but impouorlsh the notion. 

. .^..V^*' .""^^ 'I? "'orlc. In eddition to 

iradltlonel reseerch. dozens of femilies end cereglvers uiere Intervieuied. Phusidens 
nurses, eldes, soctel uiortery. discherge plenners. therepists end other heelth cere 
professlonels were sought out for their opinions. The reseerch took piece in ten stetes 
tuhich are broedly representetiue end uihlch collectively account ror approNimeteiy 
fifty percent of ell notional oNpendltures on health cere. «»«»mo««.y 
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Tht St tits inhere Interuleofi wtrt conducted mere: firlzono. Callfornle. 
Connecticut, the District of Columbia. Illinois, Heryland, Michigan, seui vork., 
f ennsyluenle, end Ulrglnle, 

Some ef these Intervleuis mere conducted on uldeotepe. The result of this octlultg 
is the doaimaiittni fllm, *Surrer Not The Little Children/ nerreted by Ms. Susan Suiliuen. 
The mtervleait were rich In inrormetlon eiitl oNperience. Chepter tf of this report 
cerrtes encerpts of meiig ef the intervtotvs orgMiized eround verious issues. 

Che#t9r 11 ettempts to ansiuerthe questions of mho these children ere end mhat 
their speclel problems ere. The report concludes thet ten to fifteen percent of ell 
children, or roughig ttn mKUoii goviigsters, heue e chronic Illness, ibout tmo million of 
this number art severely lm#elretf. 

Meny of these children ere bom premeture. Ks such, their Intemel orgens often 
ere not fully developed, in other coses, the youngsters mere cerrled full term but 
suffer from congenltel dlsatillttes. 

Meny ef these children fell into eleuen categories, or what heue been celled 
"merlcer* tfiseeses. They ere: leulcemia, cyst*" fibrosis, congenital heert dlseese. spine 
bifida, asthma, hemophllle, chronic l(idb«y dlseese, juucniie diabetes, muscular 
dystrophy, cleft palate, and sickle ceil onemla. K small but rapidly growing number ere 
children mho ore olctlms of KIDS. 

To the numbers mentioned obove must be e«3ded seuero! million Occident victims. 
Dccidents ere the highest ceuse of deeth of llmertcoi> children. 

The numbers ebovo ere slgolflcent formong reesoi:s. it Is signincont to note thet 
this smell minority of tho notion's children currently eccount for ebout forty percent of 
on pedietric in-patient deys In hospltets In the United Stetcs. 

Meny of these youngsters Hue In pedietric intensive cere vnits of the notion's 
hospitels, end e lesser number ere In nursing homes. They ore sometimes celled 
'million doller bebles* beceuse the cost ef their core mey oNceed SI million dollers e 
yeer. 

The children ere also knomn as "technology dependent," e reference to the feet 
thet tiioy ouie their uorg lives to modem technology end continue to be dependent upor 
It to some oMtent. It is the ouolutlon end refinement of such technology mhkh meks It 
possible for these speciel children to be cored for et home. 

Chepter 111 of this report describes some of the technology mhlch mes ot firtt 
only euelioble l»> the hospltol. This nem equipment hes nom been mode smeller, more 
portebie end eucn edepted for bettcry pomer. CMomples include not only nem 
equipment but nem traetment modelltles. 

for esfomple, must people mould be surprised to knom thot Introuenous 
chemotherepy. the infusion of cencer fighting drugs into the blood streem. is nom 
routinely done at home. Studies indlcote thot the procedure Is not only less stessful for 
the potlent, but olto producer better therepeutlc results end minimizes side effects. 

Knother oMomple Is TMet f crenterol Nutrition (Tf N), mhlch Inuolues introuenous 
feeding of e child mho otherwise cannot eet. Kidney patients recoiue dialysis at home. 
Heart petlents ere matched by meoi^s of cardiac monitors ond tested mlth portebie 
eiectrocerdlogram units. 
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Childran mho ar* In danger of dying bacauta of Sudden infant Deeth Syndrome 
(SIOS) cennoui be guerded by meent of mechlnet celled apnee monitors. The mechlnes 
trigger en eierm If the cblM't breething $ioiiit tlgnlflcently end/or If the child goes into 
resplretorg errett. 

Matt Imprettlve ef ell, children uibo depend on en ertlftclel device celleJ a 
uentiietor t« de their hraething for them cen, end ere, being tent home. Some 
tfentiletart ere tmeil enevgh the! they cen be pieced on the beck of e uiheelchelr, 
fouoiaiing the chiM uihereverhe or the might uiant to go. 

Chepter iV ef this report inciudet e dozen cete histories. Femlly members telk 
ebout their children ia their eiva words. The reeder mill meet e number of cherming 
youngsters tacmdlng the feilamliig: 

Mehertr e fevr-yeer-eid mho lives in the District of Ceiumbie, hes e rere 
muscle diseee*. iehart is makinf proyrass iiitell«ctuei;g, but his muscles do 
net hone strength. Me cannot sit hy himself, feed himself, or breethe 
mithont nsslstMce from • uentiietor. 

* FIve-yenr-oid Jeffrey Is one of e hentffui ef chUdren In the merld knomn to 
hove e strenye diseese ceiled Ondine s Curse. For some mysterious reeson, 
mhen Joff sleeps, his brain foryets to tell his body to breethe. Kis life is 
snstebied by mecheolcei breething end menltariny elds. 

* iien, else fto«, hes Tey-Sechs diseese. When he mes two, his deueiopment 
heyen f reiMrse. He hes reyrossed to the point where he cen no longer eet, 
drink, or mevo en hie own. 

* Stephen is in his eerly tmentles. He hes Duchenne's muscuier dystrophy. He 
Is l« e mheeicheir end Is uentiietor dependent. He Hues et home, but requires 
tmenty-haor nursing care, mithout mhich he mould heue to be 
instltutioneuzed. 

* Ketherlho is 17. She hes e genetic ebnormelHy ceiled Trisomy if mhich hes 
resulted in mvitlplo seeere hnpeirments. She suffers from heert, kidney, end 
Intestinei eUments, end is prone to seizures. She cennot heer or speek or 
turn euer in her bed. she Is et home mith her femlly, but requires constent 
skilled mtrslny essessment for h«r deterloreting heert condition. 

Chepter U summerl£M the opinions of perents end medlcei OMperts on e mide 
ueriety of issues. These responses form perl of the besis for the folloming conclusions: 



The primary emotions of perents mhose child suffers from birth 
defects or enoiralles ere feer end frvstratlon. The mords most 
commonly used by perents to describe their reaction mere: *ltle 
mere terrified.* 

Most femliies ment to heue their children et home mith them. 
Contrery to mythology, most femlHes do not obendon their 
children if they ere bom mith enomoHes. They eccept them end 
ment to heue them et home es pert of the femlly unit. 

rhyslclent ere in eyreement thet it Is posslb'e to menege the 
cere of most children et home— -euen compleM cases inuolulng 
multiple disabilities. 
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* Phyticitnt Ultra In gtntrti tgrttmtnt tt to tht chtarl* itihich 
mutt lit m«t btfora • child ctn bt ditchtrged from tn inttitution 
Into o homo cora totting, firtt, tho child mutt bo modlcolly 
ttoftlo. Socond, tho trontrer to tho homo mutt orror tho child on 
ImprMod polity or liro. THIrd, tho trontror to tho homo totting 
mutt bo on occoptablo ritk. Hm ritkt nutt bo tmoll onougb to 
bo offtot bg tbo oduontagot of boiHRg tho child ot homo. Fourih, 
tho fomllg mitt ba ttiHnnf ontf oblo to toko on mott or tbo chlld't 
cora. Firtb, tbora mutt bo odoqooto community tuppori 
ouolloblo. Tbo mott Imporlont roctor In oil or tbo obouo It 
numbor ronr. 

Porantt nood bolp. tratnlng, ond tuppori ir tbog ora going to tuccottrully cora ror 
thoir cbronlcoHg III Inrontt ot homo. Rotplto cora It not o laMoni, but o nocottity. 
Somoono mott glvo ttio porantt tomo rallor rram tbo boouy burdon or uiotchfng ouor the 
child tuiontg-roor boura o dog. ilibllo porantt con bo tralnod to porform mony 
procodurat, otbort mnat bo porformod only by llcontod nurtot In conrormlty uilth ttoto 
louit ond tho bott Intnratts or tho cbiM. 

•ringing 2bolr cMId bomo It tho hopplott dog ror mott porantt or chronlcolly III 
chlldron. Ilfhiln It raducot tho Inuol or ttratt. romllg mombort contlnao to lluo uilth 
dongorontly higb looolt or otrett. 

Modlcora» Modlcold. Crlpplod Cblldron't Sorvlcot. CHRMPOS ond othor gouommont 
programt praoldo vory ttttlo» ir ony« bolp ond houo o bios in rouor or Inttltnttonollzotlon. 
Priuoto fcooltb lAturonco It olto bindoquoto ond turrort rrom tbo somo bins. 

Prolongod botpltol ttoyt poto tlgnlflcont problomt ror chlldron. Spociricolly, thoIr 
douolopmont It ttuntnd. bonding botuioon thom ond thoIr porontt It Inhlbltod, tho child 
It deprluod of rroodom ond plocod in on onulronmont u/hlch, ror oil Itt liro-toulng 
potontlol. It mora dongoreut to tho child, ond tignlflcont ttratt It produced by tho uory 
roct. thot tho cbUd Is In tho botpltol. 

On tho opposite side of the coin, core or the child ot homo by his or her porents 
uilth requisite support hes ouenvhelmlng eduenteges. Speclflcolly. It Is better ror the 
child and elds his or her douolopmont. It elso keeps remllles together, raduces stress, 
prouldos the child uilth rroodom end the opportunity to Hue the highest quellti| lire, end 
Is mora costerrectlue. 

Chepter III reports In detell on uibot the porents or the chronlcolly III children 
clolmed uies the greetest obstecle stending In the uiey or thitir bringing their child 
homc'leck or rundlng. Souernment end priuote programs ere described es e patchuiork 
quilt, 0 meze or oNcoptlons. e collection or premises, describing entitlement in big print, 
uihlch ere orroctluoly ultleted by oncoptlons spelled out In the smell print. 

tt Is this lebyrlntb tbet rorces perants to quit their Jobs end moue rram one steto 
to enother, looking In uein ror some steto uilth e more comprehenslue end humono 
policy uihlch uiHI elloui them to cora ror tbeir child ot heme. It mey rorce some remllles 
to literally glue up their bebles, to houo them become itierds or the steto In order thot 
thty might raceUis the cora thot they need. 

This lock or 0 moMtinnrul policy cousos remllles to moke e Hobson's choice. They 
con cither leeue tbeIr taooy in ino hospltel ror months or yeora ot e time inhere care uilll 
be reimbursed, or they con bring their child home, knouiing there Is little, ir ony. 
ralmburscment ouolloblo. 
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Clitrttr nil Mtmiott tht qutttlon of cost trrtctlvtnttt of horn* c«r« for 
cHronlctltg ill cHltdreii in »om« d«t«ll. The chepter «lto drtuit on two typos of coto 
ttudlot: tMto of iMItfldvol chlldron ond tholr poroiilt, ond thoto roporlod by vorlout 
•Mthorttotltfo Of Mclot, olthor ot port of o domonttrotloii projoct, or ot botod on tholr 
oNportoMM. 

THo concl«ol«n: coro In tHo homo It olmott olivoyt mucb lost oMponsiuo thon 
cftinportlilo coro to tHo Hotpltol. iomo coro onjoyt tbo cost bonoflt by morylnt ot high 
ot olybtooii tb oM wfr botpltoi cort. It It ^alto common for Homo coro to cott only 
onoMontb tiM cott of compnrobto coro III tbo hotpltol, Mott octvol oitporlonco ond hiott 
ttudlot Indlcoto tbot bomo coro cottt ovorogo only obout ono<-ro«r1b orono-firth of tho 
cott of cor* to tbo bo^toL 

Om totoroMo company. HCTNH Liro ond Cotnnlty, bot toon tho ufltdom ond 
odifontofot or bomo-botod coro ond bot douolopod uihot It cotit Itt individual Coto 
Monoyomont tiCM) pmymii. linNII roporlod toirtnyt or |M mlUlon In t9t5 through ut« 
or tbo I CM proymm. Tbo snvtoyt woro pottlblo to port tbrouyb Implomontotlon or Xuz 
pnrontt' afitnot to brfny tbnir cbHd bomo rmm tbo botpltoL 

Cboptor VIII dotcrlbot tbo torvico componontt or podtotrk homo coro. Sorvico 
coordlnotton, or coto monoyomoat, It vory Imporlont to tbo taccott or any podlotric 
bomo cara prayram. nibot tbit moont It tbot tomooaa matt accopt rotpontlblllty for 
coordtoattoy oil tbo cara and torvlcat tbat tbo ebUd noadt. tna paront dotcrtbod coring 
ror ona or tboto yoaayttort ot bamo ot 'klad of o tbrao rtny circaa.' Unathor told it 
wot ttko trytoy rapUcoto all tbo dtoltiont or tbo botpltoi ot boma. forantt nood tbo 
ottlttonco or o toclal aiarleor or otbor booltb coro prerottlonol wM con holp thorn 
obtoto tappNao at tbay ara nao-^ad by tho cbUd. 

Parantt aaad balp to abtolnlny torvlcot In port bocouto tho currant tyttom It to 
dltoryonlzod. rraymantad and tacamplata that It takat tkltlad and aKparlancod handt to 
dovolop a yuallty hama cara program and ta hava tha componontt or coro paid ror by 
tamo ontity. 

Tblt cboptor alta talkt abaat tba toipartanca ar aducattoy caraylvart. Ooctort and 
nnrsot ond othor modlcol prorottlonalt matt bo tralnad at ta tha tpaclal naadt or 
chronically ill cMldran. Tbay naad ta ba aducatad at ta tha availability and potontlol or 
tho homo cara altamattoa ta tottltatlanaUzatlon. Contldorlny Itt lm{»ortonco In tormt of 
Itt orroct on tbo cbll#t dovolopmont, tbo bomo ror ond oiuoy provldot the totting ot 
choico ror cara ivbanavar pattlbto. 

Flnolly, tha raport dotcrtbot tomo pottlbto dongort. It tuggosts th&t pollcymakors 
toko coro to onturo thot chlldron oro only tont homo uihon ond tr odoquoto modlcol. 
nursing, ond toclol tapport torulcot oro evolloblo. It mould bo tho ulttmotc dittervico 
to bogln Indltcrlmlnoto dumping or chlldron rrom Inttltutlont Into tho homo without 
committing roqultlto rotourcot to onturo tbot thoy oro ivoll corod ror. Morouor, care 
mutt bo tokon to moko It pottlblo ror tho child to rotum to tho hotpltol ror trootmont 
uihonovor nocottory. or oquol Importonco It tho nood to onturo thot homo coro 
prorottlonolt oro adaquataly tralnad to that thay prouldo tho bighott pottlblo quollty of 
caro. 

Choptar IN or thit report provldot e tummery end conctutlont. Therein, It It 
ettortod tbat the United Stetet ttendt ot e point or crltlt with retpect to mlltlont or 
chronically III chlldron. Mott or tboto children could end thould be ot home. It It bettor 
ror thom, better ror their remlliet, end better ror the notion. lUlth help, meny or thote 
chlldron will outgrow their ellmentt. lUlth ottlttonco, mott or thom will deuotop to the 
ruH OKtent or their ebltltlet end houd e rootoneblo opportunity to loed moonlngrul lluot 
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•nd to coiitrlbutt to ttcitty. ltlH**r.«r ihty htut this opportunity ond tho full ponoply of 
lights whicli it thoirt undtr tho U.S. ConttitutlOK romoint to bo docidod. it It the 
conclttsloo of tbit roport tbot tho Conttitutlon ond tho tiii of liightt ivcro moont to be 
inchitlvo. it did oot tpodflcolki oNciudo chronicolly Ui chtldroo from itt protoctiont. it 
it mora tboo opproprloto tbot tbo immodioto injuttico, tho biight on tho bmorlcon 
contcloaco, b« fOMOVOd ot onto. 

Cboptor II of fort rocommondotiont for o rottnicturlng of our ootionol hooith coro 
pollcg to oddrott botb tbo Immodioto ood tho iong-tonn coro noodt of tho podiotrlc 
popoiotioB. Tbo prtoclpol rocommondotiont oro: 

(1) CNpOMd Crfpplod Cblldron't >orvlcot to prouido o comprohontiuo homo coro 
oftomotitfo itfbich inciudot fodorolly-mondotod oHglblHty ond coueragi 
critorfo ond rotpito; 

(2) bovlto tbo ClbMPIIS progrom to moko comprchontloo homo coro auaiioblo 
to tbo cblMroft of ormod forcot pononnol; ond 

(5) Crooto ond fond o progrom of podiotrlc botpico coro. 

Otbort rocommondotiont in Cboptor IC oro: 

(1) boiiito tho Modicoro progrom to onturo bomo coro ouoliobillty for chron- 
icolly 111 lodtoMoolt ooor tho ogo of oisbtooo; 

(2) Provide Incootliiot for, end oncoarego priooto intorort to, romouo tbo 
Inttltutioool blot lo oNlttlng boolth insuronco potlclet by moking bomo 
coro otfolloblo to cbronlcolly lit or toooroly ditoblod cblldron; 

(3) Incrooto odocotlon ond trolnlng of modicol portonnol to hondio tho pro- 
blems of ear new tocbnology end tho rotultont populotlon of modlcolly 
frogllo cblldron; 

(4) Incrooto public oiuoronott of tho ouoliobillty of tho homo coro oltomotluo 
to Inttltutlooobzotlon; 

(5) Contlnuo ond oMpond rotoorch Into tho coutot ond potontiol curet of the 
eleven merber dltootot of chronicolly III children; ond 

(6) Cttebllth educetlonel opportunltlot progromt for the Lurgeonlng clost of 
technology dependent children. 
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L INTBODUCTiQN 



President lleegen declared In 1983 thtt 'Imlore then anything else, we seek the 
blasting of gaod health far aur chlidran. Ula hape far the saund mlndt In saund badles 
that lead ta lluas af strength and achlauament.* Nauerthaless, each year same 140,000 
babies era bam In the tfnitad States tvha suffer frai^ ana ar mara partially disabling 
candltlans, and natlanivlda, up ta ttvo mllllan children are deemed ta haue seuere 
chranic illnessas. Tha«sands af athars are the ulctlms af sarlaus, crippling accidents In 
their yauth ar adalescanca, and aaather eight mllllan have sanie farm af chranic health 
impairment. 

fl ganeratiai! aga, the pragnasis far same af these children wauld nat haue been 
gaad. lut advances in madlcel tachnalagg in recent geers heue nat aniy increased the 
lilcellhaad af surviual amang this graup, they hatia else imprauad their chances la lead 
useful and praductlva lives. The degree ta tvhlch these Mechnalagy dependent' or 
ather chranically Hi ar disabled children era able ta survive and cantrlbute depends In 
large part an haiv this saciatg chaasas ta allacata its health care rasaurcas. 

R substantial number af the children in quastian require aNtended Instltutlanal 
care early in Ufa. Haivavar, technaiagg has made it medically passible far ever- 
increesing numbers af them ta leave the imparsanai canfinas af haspitals end ather 
acut? care fadlitias and resume their lives at heme. This netlan places e premium an 
the ftmilg and an the centrlbutian af that unit te saciatg. Iranlcelly, theagh, It hes nat 
marrnalled its vest raseurces In fuW degree te return e« meng chlidran as passible ta 
their hemes far care. Ta the centrarg, o^r Inabllitg er anuiHUngnass ta cenfarm public 
paiicy ta the rvelltles af medlcel science hes resulted In e cmel perverslan af that 
paiicy. Ulhiia Madiceld end privete Insurance win peg far cantlnuad cere in the haspltal 
far handiceppad children, these benefits era aftan withdratun shauld the perents bring 
their children heme: this despite the feet thet the cest af home cere is aften anly a 
fractian af the cast af haspltal care. Parents are lltarailg farced ta keep their children 
canfinad in hasplteis because the eltemntlve, thaugh chsspar, Is uneffardable. 

This repart seeks ta address the damlnent issues surravndlng padletrlc heme care, 
it recuses an the mejar impediments ta bringing the chranically Ul ar severely dlsebled 
child heme far care end far Incarparatlan inta the structure af the femlly and the 
cammunity. it discusses salutians, as prapased by parents, dactars, and athars, ta 
these abstacles. Hbava ell, the repart amphesl2es the enarmaus advanteges In humen, 
as well es flnenciel, terms te be derived fram a sensible netlanal paiicy in suppart af 
padletrlc heme cere. 

The Faundatlan far Hasplca end Hamacere has triad ta present these prablems end 
prapasals from the mast Impartant perspective af all: that af the children end their 
families. Far while the preilmlnerg dete Indlcete slgnlficent cast savings assaclated 
with heme, versus Instltutlanal care, the greetest benefit af ail Is In human terms. 
Returning the child ta his ar her heme when passible pramates the integrity and wtU- 
being af the femlly unit. It fuinils the fundementel right af any child ta receive the 
iave end effectlan af parents and siblings, it Is else likely thet the child's recuperative 
and restarativa functlans era Increesad In the heme environment, surraunded by that 
lave and suppart. Finally, the Increes* In the child's lang-tarm praductlva capeclty 
attributable te nurtuiing In the heme environment seems clear and unassalleble. 

Rgelnst this errag af benefits, there is little ta argue against the estebllshment af 
a netlanal public paiicy supparting padletrlc heme rero. Thet Is nat ta say that such a 
paiicy is risk-froa. It Is Imparetlve thet guldellner be established within the medical 
cammunity far determining when e child Is cepebli af being cared far at ha^ne. It Is 
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•qually Importtnt that tthlctl guldallntt bt formultttd for tlit prattntttlwn to parents 
of tha ulabia optlens for cara and of tha prognotit, to far as madlcally datarmlnabla, 
under thosa options. FlnaMy^ appropriate service components, such as psychosocial 
support pregnins for famines of padletric petlents, must be estebllshed to esslst uiith 
the non^medlcel side ef heme cere. 

The herne^ the femlly^ end the medlcel community era truly untepped resources In 
delluaring heelth cere to chronlcelly 111 end severely disabled children. Despite some 
risks, the step totuerd Increesed pedietric home cere Is une worth taking. If this report 
puts the eduenteges of thet step Into cleerer focus, than Its purpose uilll heue bean 
served. 
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»■ Ty^E NMMagRS: MCKGBnUWB BM TMr m^Clt p MINn»ITY 

Our mintii imtgs if our chUdrin it ■ positiui oni. liJi hiir thiir iivghter. liJi tee 
•trong tntf Hiiitky ksdiii it piig md liirt, inquiring young mindt moitering the 
olomonti of rvoding, wrltliig, on^ orltliinilic. Thi iouironminl in wMeh w toe them It 
eito potltive: • comforlobie, heppy Home uihere they ere surrounded by iouing perents 
end tibllngt. Thee e ere the ideol perceptiom. 

For e tubilentiel group ef imerlcen chOdren, these perceptions ore nothing more 
then en ideel. ReeUtg for this segment ef our populetion consists of physicei or mentol 
Impebmeot, pnln, end depondenco on etheri end on mechines for essistence in the doily 
effeirt of lifo. For those chlidren, the home is oil too oHon e smell oesis in e desert of 
institutionei com. in the tuords of the surgeon Senerel of the Vnited stetes. theirs are 
Miny, uulnerotole, ruptured ilvos.* 

Host of us hevo Httle erne cootect uflth these hendlcepped children, get their 
numbert ere slgnlfknnt. Recording to Oenderbllt Dnluertlty Institute for Public Policy 
Studies* there ere pertieps one to taio million children in this notion who sm'ror from 
severe chronic HInesset. nnether ten to tuietoe mllUon children meg be offHcted with 
some dngreo of chrenic hf ekih impeirmont which interferes with dolly functioning. 
Occident victims odd to this number. Bependinf m the degree of severity, then, 
enywhere frem eno to twenty percent of the country's children oMist outside the Ideel. 

They ere n fregHe minority. They ore the victims of public ignoren< j end mls- 
underttendlng. For this renson, n notion which prfdes iteoif on the ettention it glues to 
its young end to the fnmliy unit hns yet to focus its vest resources end creetiulty on 
tho problems ef the chrenlcnliy Hi chHd. Bntlqueted poUcles ond en ebsence of Impetus 
for chinge bene cendomned meny of these children to e continued limited oNlstrjnce in 
hospltols ond other ecute cere fermtles et tho uery time eduences in medlcel tech- 
nology might releeso them to hepplor ond more praductlue iivos In their own homes. 
They ere ceptlues not out ef necessity but out of lethergy. Tbeir plight demends thet 
we ro-eueluete ournntlonel iMolth policy. 

To whom ore we rtferrlog when uie spook of the cless of chrenlcelly ill children? 
Their heelth disorder* teke meny forms. Noweuer, we con cetegorize them by 
reference to the most frequent, or 'merfccr/ diseeses which represent the menu 
dozens of severe oAd rere chrenic ttbiesses thet offllct our children. Bmong the more 

provelent chronic im re the following: leukemie, cystic flbresls, congenltel heert 

dispose, spine blflde, nsthme, hemophllle, kidney diseose, juuenlle diobetes, muscular 
dysirophy» rleft pelete, end sickle cell enemle. These diseeses ore briefly described 
here to provide en ouervlow of the effected populetion. (NOTE: V- Information on 
these disorders Is found In Hobbs end Perrin (eds.^ Issu^t in thm cmr^ nfthiMr mn utlth 
chron/i^ ninmtt (Son Frenclsco, 1985). yiunimrn u ma 
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L Btt k BmlB ; Cencer is the second leeding ceuse of deeth emong children under the 
age of fifteen. Eech yeer, there ere ebout 6,000 new coses of childhood cancer in the 
United Stetes, of which epproMlmetely 1,900 ore childhood leukomle. Childhood 
leukemlo It either ecute {99%) or chronic (IX). The former Is cherocterized by the 
replocement of bone morrow with undlfferentloted or Immature cells known os blosts 
while the latter Is the malignant spreed of differentloted or meture cells. In botli 
coses, the cancerous cells con spreed to other ports of the child's body. 
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Th* mortality flgurtt for chlidhood ioukomlo no longer boor the one-to-one 
corrolotion uiith iocMenco rotot thot thoy did in yoort pott. Or. Perrln hot ettlmoted 
thot 50% of diiidron witli tliot ^iognotit mm *houo o iong-torm. opporent cure.* 
Trootmontt inciydo rodJotion thoropg ond in clioinothoropg. m tomo inttoncot, the 
lottor it occompiltfcod ot Homo or ot on oirtpotiont procoduro. Thoropg it cottly. in 
oddition to wMck thoro oro oot-or-por\ot OHpontot tHo chUd't romiin moy incur for 
travoi to wid from trootmont rocUitiot. ,or lodging, ond for timo iott from mork during 
thoropy tottlont. 

Cgitit mrutr- Cyttic nbrotlt (CF) u o congonltoi ditordor luhich occurt in 
botuioon 1.500 ond 2,000 cotot in tbo United Stotot oocb yoor. Tbo Cyttic Fibrotlt 
Foundotion hot 12.000 rogittorod cotot in 1900. but it it tutpoctod tbot tho octuoi 
number it tnio to four timet grootor. 

CF rotuitt In obnormony ultcout tocrotlont of tbo OHOcrino giondt ond olto Inhlbltt 
normol clooring of boctorlol ond fungol potbogont from rotpirotory tocrotlont. Mott CF 
potlentt line Into tboir toont or oorly tniontiot before toccumblng to pulmonory 
ditooto. 

CF potlentt rely en retplrotory trootmontt for tbo uery eir tbey breothe. They 
mutt generolly be botplteilzed teverol timet e goer for retplrotory complelntt; o 
turvey done en e limited number of petlento In 1979 found eoeroge botpltellzetlon 
cottt for tbote indlviduoit of $1 1.745. Pretcriptlon end non-proocrlption medlcetlont. 
out-potient trootmontt, equipment for lung core, pbgtlcel tberopy. ind otber out-of- 
pocket onpontot piece eddltionel burdeno on the femllg of e cMId with cyttic fibrotit. 
Some . ititteneo moy be euelloble from government progromt tuch ot Modlcero. 
Modlcold. or Crippled Cblldren't Servlcet. but tbo tcope end emoont ot ettlttence uem 
uildely. ' 

Cnnnetiitei hnnri m««aw Congonltoi beert ditooto eccountt for mott 
inttoncet of cerdlec lllnott hi children. It encompettet ony ebnormelly formed heert. 

Ullth thL .Alnlotorlzotion of diegnottic end turglcoi techolquet me heue uiltnetted 
over the lott tuionty-nve yeort. grootor numbert of children uilth cerdlec condltlont 
ore turululng. Cott of cere, egehi. it OHcoodlngly high end uiell beyond the oueroge 
fomilfi't obMlty to peg mithoat ettlttence. 0 1975 rtudy ettlmoted flrtt-yeer hotpltel 
cottt for turvtoing children ot betiueen $7,200 end $16,700. Dr. Ooneld Fuler of 
Childron't Hotpltel In gotten predicted thot 1905 figures mould be four timet grootor. 

So i no ttlffd i: Offectlng tmo of every one thoutend Infentt bom in the United 
Stotet eoch goer, tpme blflde it the tecond mott common birth defect efter Oomn't 
tyndrome. it embrocet e verlety of timller ditordert thot hove In common o fellure of 
the bony tplne to deuelop properly. ApproHlmeteiy 95% of children recognized os 
houing tplne blflde oHhiblt o protnitlon of the tplnel cord end Itt covering membrane 
through the bony tplne. 

The tplne blflde child moy tuffer from releted obnormolltlet, including 
hydrocephelut, curuoture of the tptne. end dlttortlont of the chett. Forepleglo moy 
olto he pretent. Modem neuroturgery end entlblotlct hove retulted In tlgnlflcent 
increotet In turuivoi rote. With treetment. the prognotit for turulvol end even 
Independence of the tplne blflCe petlent it good. Homeuer, the condition It ottocioted 
with chronic dltoblllty. end turulvort foce lifelong medlcol core end repeoted 
opemtlont. Crippled Childron't Servlcet end Modlcold dollors ore ovolloble in tome 
ttotet to help defroy the cottt of medlcol treotmentt. 
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flailunt: The U. S. Public Natlth Seniica •ttlmated in 1979 that flue pertent of all 
children under the ege of fifteen heue or heue hed tymptometic etthme. Some 
authorities helieue this te be en underettimete. Kegerdlett of the correct figure, 
esthme it one of the mett common of chndhoed diteetet. 

Deeth it e rare ratalt, hvt the rattrktloet etthme piecet on certein ectiuitiet can 
be greet, it It prebebl« the mett frequent ceute of tchooi degt mitted emong children 
in the ueder-flfteen ege granp. Itt tgmptamt incivde dgtpnee (difficult breething), 
cough, ivheezlAf , and peeedo-pneomefila. in etthme etteck meg be triggered by enu of 
e 111140 verletg of tttaiiNl, inchiding energg, infection, oNorcite, irrltentt, cllmete, end 
even emetlofiel ttrett. 

Hingbnii: Nemophiiie it e life-long, inherited diteete cherecterlzed by a 
deficiency of e protehi ettential to proper clotting of the biootf. it occurt only in melet. 

The dlteeea can toko teverei fermt; coUectlipaig, it met ettkneted thet there mere 
epproitimeteig lt,ON petlentt in the United Stetet in t9n. ieceute the recettiue gene 
liihlch comet hemophilia it no longer lethel end beceote mere petlentt ere reproducing, 
it oppoert thet the prevelence of thit diteeta it increetiiig. 

Severe hemepMlle It menifetted in freauent, tpenteneout, peinfui bleeding, 
•ieeding uMtollf eccvrt Into Jelntt tuch et enklet, kneet, hipt. end albeiut. Oniett it it 
halted, it rataitt in Joint dettnictien end crippling. Mar te the deveiopment of 
repiecement thorapg* inott eotfere hemephHiec» vera tignlflcentlg crippled bg ege 
tuiotoo an« nHiaoichoh^-boaad at adttite. Oeeth araollg eccarrod et aa eerig age, eften 
et e rotiilt of totracranlol hemerrheginf. 

Lets severe forwit of hemephilie meg eite be pratent. Life ONpoctoncy fer the 
hemophiliec popaletlon hot been pratengetf merkedig, but the chronic netura of thit 
ditorder meeat canttoat ftaeadal and ptgchoiogicel demendt en petlentt end femiiiet. 
Cott of treetment it high. Mgein, Medlceid end Crippled Chiltfrea't Servicet help meet 
tome of the eitpentet fer tome petlentt In tome ttetet, bvt coverege it fer from 
complete, it oiith ether chronic dIteete, there it tome evidence thet ONtonding home 
cere progremt te mora petlentt hot lad to e tfecreete hi cettt. 

Kidnig ditiUi? Chronic kidnog dtteete ^t defhied et en irrevenibie ebnormelity 
of kidnog function. Thie eboormeUtg meg effect eny of the kidneg't normei ectiuitiet — 
controiUng telt en< auetar, oidlag in the metaboUtm of verlout hormonet, end encsoting 
the liiette pretfuctt of protein metabeiitm but feilure to perform the oMcrettfru 
functioa cea iea4 te demage te ether srgent or deeth. 

The diteete It relotlvelg rere, end edvancet in dieigtit end ergon trentpientt moke 
it turviveble m mett inttencet. Neuertheiett, children with end-ttege renei diti'oto 
meg ttill be victimized by bone diteete end groiiith reterdetion. Such children ere 
entitled te reimbortement for the cottt of cere under Medicere, get terlout gept in 
terulcet remeln. in thit inxtence, et in ethers, it eppeers thet treetment et home, 
inhere epproprfete, is signlflcentiy less enponsiue then treetment In hospitels or other 
cere centers. 

Juvenile dlehete^! Dlobetes, e dlseese resulting from e deficiency of the 
hormone insulin, is feirfy common, itiith estimete/ of preuelence in the llmerlcen 
popuiotlon ranging from two to four percent. The por-yeor incidence of Insulin- 
dependent dlobetes mollltus (the form cherecterlsticelly seen In chlldran) is approMl* 
mately fifteen per hundred thousend normei chlldran end edolescents under twenty 
yeors old. Insulin dependent petients ere ospeclolly susceptible to smell blood uessel 
dlseese, which can leed to demege to eyes, perlpherei nerves, or kidneys. Such 
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Ptttlentt tito eNptiience increased mortttlUi| rrcm accelerated hardening af the 
arteries. 

rinanclai assistance may be auallabia to soma patients rrom Supplemental 
Security income (SSi), Madlceid, Crippled Children's Service, stete end federal renal 
disease pragrams, or state diabetes programs. Prluata insurance it dirricuK for the 
diabetic ta abtaUi, and tuhao ai^viiabia, is often prohlbltiuelg ^Kpensiue. 

MlltCBlir igitrMir Muscuier dgstraphg meg telca one af seuerai forvns. flii 
are prograssipa, inherited tfiserders af the muscle ceil. Cstlmetas on incidence of 
muscular dgstraphg irarg from thirteea to thirtg-three per hundred thousend Hue male 
births. Within the pepuletian es a ivhola, the praueience is estimated et about three 
par hundred thevtaatf. 

Ouchenne's mascMler dgstraphg is the mast common of these disorders seen in 
childhood, its menifestetions begin es eerig es three geers of ege, end the efnicted 
child oKperiences e steedg degeneration af muscle central from that pelnt. The disease 
causes e loss af function in the upper eKtremltles, end deeth vsuellg occurs et about 
age tuiantg either from demege ta the heert muscle or, mare commonig, from 
rasplratorg foiiora. Full-time uantlletor dependence cen edd to this life oKpactancg, 
but no madlcetlons enlst either to cure or control the progress af Duchanna's. 

Other forms of dgstrophg era not as common. Like Ouchenne's, theg era hicurabia, 
but life enpectancg mag be somauihet longer. Tlie result is that hendlcepped children, 
who meg heue receloed same asslstence from Crippled Children's Services, often 
become hendlcepped edults with no nnendel essistanca and with no orgenlzed suttems 

of support. ' 

Clin ■itita; Cleft Hp end/or pelete Is one of the mora common birth defects, 
with en incidence ranging bateen O.S and 1.3 per thoitsend births. Clefts can result In 
slgnincent phgslologicel disturbences, effecting resplretlon, spee^ch, heering, chewing- 
suiellowlng, end the Infontlle end sensorg/oKploroterg beheuloral sgstams. in eddltlon, 
the cleft's iocetlon in the center of the Infent's growing feco cen knpect upon fecial 
skeleton dented muscnlor, and ^aft tissue growth. Numerous surgicel end dentel proce- 
dures meg be raqulratf to minimize distertlons; theg ere time-consuming end enpenslue, 
but the prognosis for c;iildren with this defect is good if they hove odequate psucho- 
sociel support. ' 

SIcfcIt till iDtmii: sickle cell enemie u e heredltorg dlsoese which occurs 
prodomlnentig emong blocks In the United Stetes. It hes en Incidence of approKlmatelu 
G.2 percent of iioe births. ' 

The slckle-sheped blood cells which cheractarize the condition heua two disease 
prodoclng properties. Theg era oerg freglie, resulting in enemie because of the bodg's 
Inebllitg to generate enough blood calls ta keep pece with their rate of destruction. 
Also, their rigidity end ebnormei shepe moke these ceils more difficult to propel 
through the cepllleries end ceuse tempororg or permenent organ dgsfunctlon and 
structural demege es e result of obstructed blood flow. 

Peln Is the most common sgmptom oKperlenced bg e child with sickle cell anemia. 
Life oKpactancg Is reduced bg the disease, but It Is not well known to what OKtent. 
Therefore, long-term medlcel cere end raleted costs, financial and emotional, result. 
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ThM. UlAttttt rbmemlg thtra :trtthi chtracttilttlct. Thty pitct .motional oid 
ptgcbo •glcol sirala •« child oad ramllu thai can raach unbaarabia proportions unless 
counsauag Md sappart sgtams an audlabla. Rasplta cara. homamakar-homa health 
•Ida sarvlcas, au4 athwpngnms to Mslst tha family mambars ar« also ultal. 

In additlM. ib« coadllloM ara oftan castig to traat. Tha prica for diract madlcal 
tnaimaat. teetadliig kaspltallzatlon. Is kigk, and long-tann cara Is oftan nnMclilly 
i!!..'" /••^ ••"•«». «»"•«»< •««• wood products, losuim, 

prafMslaaol Mrttog cor*, to mm oalg • fow. tocMiso most of thoso dlsooso* rogulro 

JJTA .1 . oocuro. la foct, tko costs moy bo so 

!1?!L »2 fri-o. l«t. kortmptc, OS b.s..r.aco kocomo. Impo.slbl^ " 

^rtSod! opMrm-Hlo. for poroats ood fomMg mombors on sovorely 

M''J""'l.*' ••••• *oo« dopondont on 

2^.. ^L f.'^TSX •*"•■"» o«r modlcol knowlod copobliltlos 

«M!l"'^«",fr*?'V "•"••* "f Iho hospltol ond to lul 

mrihTb" •*""*?«^ ^« «"•' "•••••» '» 'hot tho comtrg-. rotpoMo ho« not kep po« 
with tkoso nodical odvoMos. ronnol r«*e«rcos for tko doHo oat-of-hosoltol »rt .f 
in'.™-'."'."' '•-'•••«•• «-lcol co^mlnllg n o^*oS 

. '"V/" "•«'• 'o"illy. Tho Child'; 

ponats. too. or* .ft*. Mouioro .f tko oirtont to luhlcfc thot cor* co» bo occompllshod 



In tostlmong bofor* tho anitod Stotos Sonoto Commlttoo on lobor ond Humon 
Rosourcos. Or. Porrl. pr*i.idod t»o compollin, .rgomonts for tho homo c"o onornotTu," 

' ■ 'I?.!' f?" IS ">omkors Is hoolthlor for both tho chOdren 
on« tnoir fomlllos. Cklldron donolop mor* soundly, soclolly ond 
psgchologlcoUg, ivhon thoy con portlclpoto in foinlly, community, 
ond school Nfo. ' 

2. Supporc for coro ot homo con bo cost-offoctlvo. Tho lorgcsl 
finonclol costs of tho vorg onponsluo coro of chlldron with seuere 
f!lT. " Incurrod bg hospltolteotlons. To tho oKtenl 

thot fomllg cor* con bo substltutod for hospltol coro, costs ore 
Foducod. 

Tho lottor orgumont - tho 'bottom ||,.j' onolysis - is importont. luith escolatlno 

SJ!m?n.".««V'"?K.""'". nonon must 
!. ' 'ooslblo cost-souing moosaro uihlch doos not socrlflco quollty coro. Rs 

f '»» »"'"«•»"» !•»» oKponsluo thon comporobia coro In o hospital or otho? 
Hotpitti tno Rttttrch Ctnter in Chicago, hmt iiottd, 

iWU most nauer •tloiv th«M pregramt to be driuen by cost or potential cost 
llVJUflt "'"•tiniet lets costly than 

hospital cara Is fortunata; hoiuauar, tha major reason for children beino at 

^'""^ " • P««" «o be ror grou/th and deuelopment and 

for the wholeness of thair famlllas. 

Tha mother of a chronically Ml ..hlld agreed when she said: 
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lilt c«ii ctiitinig prouMe Ktthtrlne with c«r« %\ home for lett than 
iiih«t • hospltti tr tkliitd nurfing ftciilty would cost, but that it really 
not ItM point. Kolhorliio btlongt tt homo. Tbcl It not o doirars and 
contt Ittno. it it 0 tftry tutmoo ittuo, ond o timpio foct. 

So, tho quotllon mnl bo otkod: wby croo't moro cblldrofi, mbo cottid bo o1 homo, 
•t homo? FInonclol rotowrcot, or tho lock of Ibom, oro o mojor rooton. Tlie Dnitod 
Stotot hot not formalotod o comprobontlno profrom for ocuto ond iong-torm homo 
coro. iattood, ivo novo rotp^odod plocomool to tho indtolduol tilaotlont or to 
fragmontt tho problom millioiil Mor combtf to lormt nfltb mo iorgor ittoo. Ulo hoiio 
0 nur«iior of fodorM profrMt wMck imto dotlfiiod to ottiti fomlllot witbing to coro 
for Iboir ditoblod too or chrooicolli li dovgMor lo o homo tolllnf. Tho progromt oro 
iimllod hi tcof 0 Md oHf IMHiy ond vory drsaiollcolln from tlolo to tlolo. Tho rotolt it 
thol tho chotmt holwooo progromt oro voti, ood moot of tho chlldron ttiho could 
boAoflt from o rolloool ood Mordtoolod poUcf Intlood ditoppoor hilo ihoto crackt. One 
ONompio rafflcot to UNittrolo tho proMom. Twoo1y*tlN dlfforonl ogoadot fond potloni 
car* hi tho podlolric word of tho V«h»ortlly of trlzooo Notpllol, yol coHoctlPoig thog 
cover oftln thitg^nvo 1« toMolg portent of cottt. 

•nether hyprodvct of ovr follyro to develop on ovoroll homo core plon It porhopt 
iott obuioat. Even In thete hiotoncot whore monog It oirollohio— either from public or 
priuete tourcot — to bring e child out of the Inttlttttlen, there oftimet it no 
corrotponding network of tervlcet to enehle the femllg to cope with itt new 
ebngetlona. The medical profottton ittoif It not yet tofficiontiy focutod on the option 
of home cere for this podlolric pepoletlen. informotlon which the perentt of e 
chronicoOy IN child con use to decide botwoon home Mitf tattitutlonoi core tomotimot it 
not forthcominy. If It It ovonoblo. It mey be uteiett hi the ohtence of ether orgenized 
progromt et the commnnlty l«vol torgeted et femny protorvotion. 

Pedletric home cere petlentt end their fomlllot reqaire medicei tenilcet end 
attittonce, cerlelnly, tot 1he3 require more. They need scciei end ptgchoiogicei 
tervlcet, eccett to ORCiiloni theroplet, end cote menogoment tervlcet which con 
conttently monitor end ottett tho needt of tho potiont ond the femiiy. 

To fecllltlete the croetlon end proultlon of thete tervlcet, we need to develop now 
funding ttreteglet. Ulo need to develop peyment mechenitmt for tocioi workers end 
ptgchologlttt, homemekor-home heolth oldot, rotplrotory thoroplttt, end cote mana- 
gert. Ulo need to Incroete ewerenett of, end emphetit on, out-potlent tenilcet 
generelly, end home core tervlcet tpecincelly. Ulo nead to develop retpite cam 
programt end tupporl groupt. 

Ufhiio meny of thete progromt thould be orgenized on the community level, the 
tuccett of 0 new epproech to home cere will turn on whether or not the federal 
government it willing to commit odoquote retoorcet to the tetk. lilhet currently enittt 
ond luhot doot not oro the tubjectt of the noMt tectlon of thlt report. Rt will be 
apporont* o fundomentol chonge It ottontlol. 
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iil. HDUflNCES IN MEOiCiL TCCHNOLOSV 



Thtfl cli«pt«r •Npiortt tht auoiution in tachnoiogy uihicb hat halped taue tha iluet of 
thoutandt of iafantt mha prauloufliy would haua diad. It brtany detcrtbet tome of the 
eduancat af modarn tcianca uihich bauc baan adapted to home ute. 

Modern tcience bat helped reduce the rltk of infant mortelity. One pert of thtt tuccess 
inuoiuet better prenetel cere end fetei monitoring. Dozent of tettt can now be 
performed to meeture tbe progratt end daneiopment of the child in the luomb. By 
oMtrectlng e tmeil emount of emnlotlc fluid from the pragnent luomen't womb, 
tclentlttt tbroogb enelgtit are able ta teg with certeintg if the child uiitl haue physical 
or mentel bendicept et birth, it it even pattibie for phyticient to correct tome of the 
birth defect t wbicli era itoieted in this uieg. 

Phyticient now hove et tbeir ditpotei e wide errag of nonHnuetiue techntquet which 
eid in monitoring. Tbit Inciudet the tcnegrem which uset toand weuet to proutde 
Imeget from niitbin tbo momb. iito evoRebie era CT Scant, nucieer megnetic retonanca 
(NMR) and Proton Emittian or to-called PET Scant. 

Once 0 child it bom end found to tuffor from medicei probiemt, tophitticeted turgery 
inuoiiiing the lezer end tbo electronic microtcope con correct meng probiemt which 
were haratoforo, incorractable. 

When the condition of tbete goimgttert ttebliizet, it it becoming increetingly pottlbta 
to care for them at home. Tbit it beceote new mechlnet, technology end medical/ 
nursing pracadurat bane been mineturlzed. mode portebie end edepted to home usaoe. 
Following ere tome Uluttrotlont: 

f • Bllliei Monltorii Soma children ttop braething for raetont no one understands. 
They beve e high risk of deeth from Sudden infent Oaeth Syndrome (SiOS). These 
children need to be wetcbed cerefuiiy, perticulerly when they sleep. Modem 
science bos developed e monitor which Is ettechad to the child, which will sound 
the elerm if e child's broethlng slows signlflcentiy and/or if the child goes into 
raspirotorg errest. 

2. Home PhotothftfiflB, Some infents deuelop Jeundice, e yellow coloring of tha skin 
ceused bg the depesitlrn of e cbemicei, bilirubin, m most cases, the yellow 
coloring is the result of e nonnei process and will haua .lo iong-tenn effect, in a 
few coses, howeuer, bilirubin con enter into tha brain end cause seuere 
neuroiogicei compile etlons, inctudiog deeth. Such children until recently haue been 
retained in hospitels where the goal hes been to reuerte the Jeundice and preuent 
any naureiogicei demege. Modem science hes now mineturlzed end made 
aueliable for home use e borne phatotbarapg unit. It inuoiues the use of special 
blue flourescent lights whose enposure to the skin produces e drop in serum 
bilirubin concentretion. lUitb proper treetr.ant et home, the problem common to 
so meny infents can be corrected with low risk end feiu side effects et home for e 
frectton of the cost of comperabia traetment in the bospitei. mus eilowing tha 
inrent to be neer bis/ber mother during the first cruciei few dogs of iife. 

3- Portable Uentlletorg and Comnr«««iirp Meny children with lung diseases ere 
dependent on a uantiiator for their euery breath. More commonly, they need the 
assistence of e uentitetor et night while they sleep. The reesons a child might 
need one are meny and i^arled, but they all relate to en obstruction of the airway 
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•nd/or tn intblllty to brttth on their own. H portable ventilator is noiu available 
to help the child brasthe. It Is usually accompanied by a compressor ivhlch takes 
on tha task af helping the chilci aNhala. 

4. "Wriiflglal Mata* an< foctlaB MaLhtnef. Soma children have difficulty 
braathlng through thair nose. In order to save their lives doctors sometimes make 
a small opening In the throet (tracheastomy), making In effect en ertiflclai nose, 
through ivhicb the child braethes. The child does na< have the benefit of the 
natural iifanning ef the eir thet tekes piece uihen eir is token In through their 
nose, end meg have difflcuitg daeling mith the secretians which build up in the 
windpipe sometimes blacUng tha eirweg. For this reesan, children with e 
trachaestomg ragaira suctianing en e feirtg royaler besis. Partabie suctioning 
mechines hove been deveieped. Rs with ventlietors, there era large units 
eveileble for the home, end betterg pawarad portable snits which con be used to 
transpart tha petiant ant af tha home. 

5. Partehig iwgf an mm4 whiiiiyrg. g fgm yggrs ego, e child who needed 
onggen therapg weald hove to be in the hospitoL Once again, technology hes been 
developed to the point where onygen units of high qualitg are evaliabia for home 
use. Partabie units hove else been developed so thet gaungstars can cerry the 
onygen with fclm or her ta school or wham aver thag might travel. Another 
development In respiratory therapy it Inhaietlon therapg which Involves the use 
of nebulizers which force oxygen end medicetlons down deep directly Into the 
lungs. 

6. High Tach iaenanaaa ta Faeding nuerdmn. For one reeson or enother, 
thousends of Infents cennot eet normelly. They need esslstence In being fed. 
Some of these Infents cennot chew, c*hen cennot sweliow, others are allergic to 
foods. Modem science hes developed e verfety of weys of feeding these 
youngsters. 

a. The natogatf rfc tuba fMfil. The N6 tube, es It Is celled, is Inserted In the nose 
pushnd down through the esophogus into the stomech. Through the tube, the 
child is fed specielly menufectured foods which ere beienced and rich in all 
necaasarii nutrlants. 

b. The gastrostomg tuba. Some chlldmn have a damaged esophogus end cannot 
eet even through en N6 tube. Another choice for these youngsters involves a 
gastrastomg tuba. This tube is Inserted directly into e hole in the ebdomen 
end liquid food is pushed by gravity directly into tha stomech. Children fed 
this way are placed in e slightly eieveted position to aid flow of fluid by 
gravity. 

c. Jejunpstomg tube f»»<iingt. uihat If children are bom with only a portion of 
their normei stomach or tha stomech they have does not perform Its 
function properly? Medical science has found e way to feed these yougsters 
by meens of e tube inserted directly into the small intestine at the point of 
the Jejunum. Hn inclslan is made in the lower abdomen and the tube is 
inserted, in this case, however, an infusion pump is generally used to 
carefully monitor the amount of liquid food received by the patient. 

d. Total Parenteral Mmrtiinn (TPNK TPN involves the feeding of the cMId by 
meens of liquid entered directly into the blood stream. One way that this Is 
facilitated is with a derice called a Broviac or Hickman catheter. This device 
remains in place inserted Into a large vein and allows direct and easy 
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connection for foodlnpt. Onco ogoln, o pump It used to carefully control th« 
•mount of liquid rocoiued ond the tpeed uiith uihich It it recelued. 

fill of these techniques ere eueilabie in the home setting. A feiii yeors 090 
eayoRe in need of eny of the eboue hod little choice but to remain in the 
hospital. 



7. fildgameter eed ietel ie Po^ee. i recent deueiopment coHed e glucometer hes 
helped potlonts ttiltH diebetes monitor their sugar leool quIcMg and accurately at 
home. The aoiti donlco Is comporetlooly Inoiiponsitfo. The doulco Is eble to read 
blood sugar iepolt off of specielly treated paper tuhlcH Is stained by one pin prick 
of the petlaat's blaad. Rnather oNcltlog development Involtfos the Inserllon under 
the skin of latuaa pumps uihich cerafall]| control the floui of insulin recelued by 
diebetlcs thraagiieat the dog. This new pump elloivs for onig e small dose of 
insuHn to be relaesed contlnuoaslg through the dog uihich glues the potlent more 
euen meteboHsm Insteed of the ops end douins, highs end louis assoclotod uilth 
Insulin Injactlans. 

8. High Tech ■ede. One of the mojor ootf unuiented side effects ossocloted uiith 
soma long-term hospital stegv Is decubitus ulcers or bedsores. This Is e uerg 
common problem emeng qoodrtpieglcs end children uiho cannat moue. To preuent 
bedsores, patients must be turned at leest euery two Iwun. Felling this, the skin 
end then the tlto aa mUl breek down. Left untreeted, badsores routlnelg result In 
Infections; sometimes es serious et gengrene. Technotogg hes douolopod speclel 
beds aiWcli Inuelua matrasses flUed uilth plestic bolls^lrcaletod within the met- 
tress bg pesltlua alrfloiti. Such beds not onlg help preuent bedsores, but ere 
helpful In curing bedsores In potlent s who ahnaadg heoe the problem, end preuents 
eng further skin braakdouin. 

9. ■load Trnntfuelane at Heme. There are seuerel different circumstonces In 
which 0 child would require blood trensfuslons. The most common perhaps Is 
enemle. Such trensfuslons ere now gluen at home under doctors orders with less 
stress than the eltemetloe. 

10. ill antihiatiet and athar inigt. There ere times when Infections ere seuere 
end do not respond to drugs given bg mouth or Injection. The only altematlue Is 
to get hlghlg concentrated modlcotion, gluen Intrauenously, Inte the blood stream 
quicklg. Until racantlg, this required hospltellzatlon. It Is becoming Increasingly 
more common for trained nurses employed by home Cioolth egencles to proulde 
and supervise 111 entlblotlc therapy at home. The results to dote haue been uery 
positive. 

11. IP Cliemat beranf. Until recently, e cancer patient would heue to go to the 
hospltel to recelue his Intreuenous dose of entl-cancer drugs. Such treatments 
were generallg gluen euery two or three oiooks depending on the particular kind 
of cancer Invalued. The effect wes to give the potlent masslue doses of the 
medlcetlon which sometimes hes e tendency to produce unwonted side effects. 
Modem science hes now developed e speclel Infusion pump which dispenses a 
smell emount of the entl*cencer drugs into the system on e time releese basis 
producing moKlmum posltlue effects and mlnlmlzlnq side effects. The tolerance 
leuel Is relsed by the patient's eblllty to be home i sre the nutritional balance Is 
much better for the potlent. 

12. Home Dlalytlt. Thousands of Rmericatis suffer from kidney malfunctioning. They 
require dialysis to remoue waste products from their blood. Uritil recently such 
'mechanical kidneys' were only available In the hospital. Technology has now 
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been refilled te the point tuhere this cen he done et home et e fraction of the 
utuei cost. 

13. yflrt«hi« gKB Meit«. $ome heme health egwnciet heve uieiking cerdlec monitors 
eueiiehle te treck the heert beet ever e 24-41 hour period whiie et home doing 
nennei ectiiHtg end rest, ie edditiOA, theg heve pertehle eiectrocerdiegreph units 
ufhich then teke with them te visit petients with heert prehiems. Uisiting nurses 
eise me«iiter fluM le«eis end medlcetien ieveis te msm tfcet petients do net iepse 
into coA^estlve heert feliure, q cemmen problem emeng the eiderfg. 

14. Trenteieett eed PrM«tfc«tig ■•itig«>. lUhiic ell heert end kidney trenspients 
ere done to the hespitel, e greeter pertlee of the cenvelescence c^mI rehebilitetlon 
of petieets is new done et home then ever befenr. The seme is tnie for totel hip 
repiecements to which the pettonts ere fitttd ivith ertiflciei Mp Joints of spece 
ego metertel vMch genereily elienis them oNcellent renge of motion end mobllltg 
inpiece ef the nnkgiesed or 'frozen' Jetots common to meng seniors. 

15. Pstomg Cere. Some children ere hem niithoot some portion of their intestlnol 
trect. in ether coses, seme pcrttoft ef the boufol mog be snrgiceiig removed. It is 
often necessern in sech coses te creete enether opeoins vseeiig in the ebdomen 
from which the wntte products ere rented tote e ptostic beg. There ere generelig 
tttio common tgpes ef such procednret: cetostemtos end ileostomies. Home cere 
egencies cemmenig provide help end essistence te petients who need ostomy 
cere. 

16. Nei T«gh««i«en fer nr«ti«f »d Ta«n»| ni««<, Modem techneiogg bos 
been refined te the petot thnt n tta« emennt ef Meed oNtrected petoiettig con be 
eneigzed withto mlnntes for dozens ef different vertebies. Mvch ef this cen be 
done et heme, il^iiet need te reqnh^e vtois ef bleed now cnn be done oHth e single 
drop, iieed ieveis help determine the ceorse ef treetment end ensnres the 
petienrs progress with certeintg. igondos report the rosnlts te phgslcions end 
coiieborete en the proper treetment regime. 

17. Telemetrf. Medlcel science hes developed sophisticeted techneiogg to monitor 
the tfitcl signs end heeith ef estrennnts while theg were to enter spece. This seme 
technotogg new hes been ndopted for heme use. infants cen be et home end yet 
hooked tote mejor medlcei centers miles eweg where ell their vltol signs ere 
being monitored. This ndded secnrttg nitows thonsnnds of goongsters to nrneln et 
home who otherwise need te be to the hospitnl. 

18. IP Mamhine triee. %% % mm%ii% ef pnin control among cencer petients or others 
who suffer from pertiasinrtg painful Injury, the eccurecy of Infusion pumps ellouis 
the retoete ef smell omennts of morphine euer time into the blood streem. The 
results hnve been Mghlg positive. 

19. gmemenen Cell fytem*. These sgstems ellow the petients or their fomlly to 
immedieteig summon help. The response sgstems ere ttod into e centrol piece 
which monitors the cells en pm-asslgned redto frequenctos. Bg iitereily pressing e 
button, the femUg cen snmmen toimodloto help. Cnporlmonts ere presently under* 
wey with toterectlve coble televlsien. Illhet tMs moons is not only thet you can 
watch toiovision, the tolovlslon will be oble to help wetch you. Some people 
suggest thet in the future, Mch teloulsion set will come equipped with its own 
Comoro end be copoble ef transmitting imoges end sound es well es receiving 
them. 
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20. TFNt luttam, Mttflctl sclftnce has dftuatopad m •pptlMca which can be used for 
pein control end to stlmuloto the rogenoratlon of norvt endings end assist In the 
restoration of mascla. Tliese sa-celled TENS epplfances proulde stimulation In the 
form of e small electricel cherge ttililcli h epplled it Intervels of seueral seconds 
ceutinf e contraction and pestloe oNorcise of the pertinent muscles. 

The ebotfo OMemples ere merelfi Hlttstretine. is time goes bg. mora end more refine- 
ments lulll be mode so thet edditlenel life seving technology uihlch is found In the 
hospitel win be evoHeble et heme. Itllth Mnproved design end menufecture. products 
iiilil become mare compect end less costly. 

it is not anraeseneble to enpect thet the Onlted Stetes mey f jUoiu In the footsteps of 
certain Curopeen countries In nihlcb ulrtaelly euerything uia nam think of as an 
eccapteble hospitel procedara Is dan^t et heme Including some mejor surgery, ftt eny 
rote, the technology hes eireedy deueloped to the point where many chranlcally in 
children con be cored for et home where they most want to be. 
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itf. cnn HisTOBics or cfiiONiciuv lu ciilokek 



Ht indic«t«tf ia Cheptar ii, clironictiig ill cMidrtn tufftr from • numbtr of tpeciHc 
disMMt, tfitorim wid blrtk dtftctt. Othtrt htut dittbUititt rttultino from deuottat- 
iag accidaatt. 

Tha faiiaufiag cata hittartat, d*^ttia fram iatarvlauit candactad bg tha Foundation's 
Caring lattitata, ara iltattrativa af tha braadtb and tcapa af tha probiam. 



STATCMENT OF MR. S. OF PHOENIN, URIZONR 
ON BEHRLF OF HIS SON, RLEM 



Jutt aftar ha mat a yaar aid, w found oat iiaa bat a daganaratlva, tarmlnai iiinatt 
that't caiiad Tag-Sacht. Tag-Sacbt otad ta ba tamaiuhat mora cammon than it it noui. 
it't caiif ad bg tba iack af a haM-R anzgma, aad it cavsat a buiidup of iimpidt. Baticallu, 
9 braakdawn af tba narvaut tgttam and tha wag hit brain fanctiant and uiortet. 

HiaM't davaiapaiant wat pragrat tlag at a naimal cMld*t luaiild up untU about the aga of 
tauan mantbs, and than n>a naticad thr] ba wat nat laaniing nanf thingt. That't when 
Ufa ttartad trging ta find aut auactlg what wat gaing an. 

Tha nrtt thing that tbag tald «t It that thag wanted ta wait antll tha cbiid wet e year 
aid before theg did eng analgtit bacauta chlMran tgpicaltg deuaiop ct different retet. 

Uleii, we feit thet there wet denaiteig temething u^rong. tUe purtued it, and 
fortunateig, we met up with seme dectert wha ware In egreement with ut thet. uet 
there wet tamethlng wrung. ^ ' 

Ule bed come te the canctotlan that Meu wat going to be teuareig retarded, but wa did 
nat know wbg. Ule found out thraugh the genetict tett thet we took. There't e terlet 
of tettt thet were run fer variaut genetic diterdan end one of them wet Tau-Secht end 
theft when we faund nut thet lUeu bed Tag-Sacht. 

gt the time, thag were teging be weuM Hue three ta flue geert. now they tey more 
like three te four bacauta thag tag faur It prettg aid. They teid thet hit deuelopment 
would raverte end he'd ge beck ta being Uka e bebg, which it pretty much where he it 
now. He can't raallg mai^ much er dc» engthlng. 

He cen t eet on hit own «r drink e bottle er enything. He hat a teriet of medicatlont he 
hat to teke end it it difficult contraiUng hit teizuret. Some of them were letting 25 or 
30 minutet, and It wet uerg difficult te gat the right combinetiont at medications and 
to get the whole tituetion under control. 

In the ttete of Hrizone, there are no programt, attebiished to tupport people with this 
type of a tituatien. 

The only altemetluet we bed were if the Inturence compeny would ellow him to ttey In 
the hotpltal on e full time betit, which they would not, or to meke him e werd of the 
ttete, which we certeiniy did not went. Frectlcelly, the only option you haue It to make 
your child a werd of the ttete. Hnd it't not thet you can't tee them or ultit them, but- 
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h«'t our b«by. Ule den't wnX to glue him up. Tfiey ouon hauo tht option to place your 
cUttd In tomoofio oito't liomo If they uiont to. 

W puTfttod every enenoe. 1 mode phone ceilt for deyt to try to find out uihat typet of 
progremt nriylit be eneReblt, end tliare't nothing. 

Fertunetely, uie were ebie to pertuede the Inturence compeny to cover home health 
cere fcr at. It It not only tlie best cere tliet't euellebie for Rleic, but It's aito an 
eduentege to tbe lAMrence compeny. tut we lied te fight to get tht home core, it 
wetn t ttke It's Jutt eetHy provided. Voo ue got to reelly get your doctors out there 
helping yoa figbt for It. Vo« hove to heue let tort uihtten end uielt end tee. ThereV no 
precedent ettebiltlietf. 

it't herd te believe tbet there It no progrem tot up for children tulth thlt kind of a 
tltuetlen. Tbere't no telHtlon. Tbey'ue neuer deelt mlth thlt before. There ere no 
enttvert for this. 

Whet if be w» In tbe botpltel the niholo thnoT The cotts moaid be ettronomlcal! it 
would cerlelnly be more tben uibet hit home heeith cere It. Inltleiiy the Inturance 
compeny tbovght tbey would retber heue him In the hotpltel. Ttiey wouldn't Juttify 
beuing home beeltb csre. 

IVe were fertunete beceute my wife heppent to work for e hotpltei ettor'ation, and 
hot oKcellont tasorence. If we didn't hove thet Inturence policy, i don't know whet we 
would do. 

1 beve lino Crett-llue SbleM, whicb covert SO percent of totel cottt. In our cote thet't 
•0 percent of $200,000-1250,000 e goer, 20 percent of that It ttiil e lot. Vou can only 
efford tbet for to long. Even if they're peying 00 percent, 20 percent af e cetottrophy 
Hire thlt oMt up reel fttlck. 

Obuloutiy, tbere't e greet need for e aettonel program. There needt to be national 
ewerenett. Tbere beve te be tome poildet tot op end tome precedentt mode to that 
when tomeone it feced wltb e titnetion lUce tbit they don't heue to go through the red 
tero of puthlng it tbraugfa end trying to figure out whet to do. 

STRTEMENT OF MRS. R OF CLINTON, MRRVLfIND 
ON BEHRLF OF KER SON, JEFF 



dJhen Jeff wet ebout 14 deyt old, he ttopped breething for the firtt time, i was 
holding blm in my ermt in our bed end noticed thet he wet not breething. 1 tcreamed at 
my butbend end we tort of totted him beck end forth with eech other, until Rick 
whipped off bit dieper end geve blm e tmeck on the bottom. Finally, he ttarted 
breething egeln. 

The noKt dog, we were et the pedletrlclen't office end mentioned to him that Jeffrey 
hod ttopped breething. He put blm right Into the hotpltai end ren e whole battery of 
tettt. 

Ohglneily, they thought he bed tieep epnee which It o condition of infentt where they 
haue perlodt where they con ttop breetb!ng. Tbey piece them all on a monltort which 
wouid alert e perent or whoe*Jer wet taking care of them that their child hat either 
ttopptd breething or thet their heart rote hot dropped below e certoin ieuet and they 
thought thlt it whet Jeff bed. 



15 




160 



And through tho months, he progrossiueiy got morse instood of getting better and 
thot s uihon thog saspoctod thot it hod to bo something mere ond that's uihen he oaue 
us tho diognosis of 9n<jloo's. ^ 

Ondino's Curto is o prottg roro syndrome. Jeffrey's broln fens to toil his body to breath 
ot nigh< during sloop, is he's going to sloop he broothos loss ond loss. 

No uios to tho kospltol for obout It months. No uios in for o yoor ond home for about 
nuo uiooks. No meuld M to the hotpitol for throe uiooks; he'd bo homo for a doy: he 
ujould houe rospirotorg orrost; ho mould hove to go bock Into tho hospital; he mould 
spend onothor month; ho voold bo homo for tmo doys; ho mould orrost ogain: ho mould 
bo bock in. So ftooliy, ve Just decided to kooii him in tho hospitol. 

Ulhon they decided to trock doff ond put btoi to be on o respirator full time during sleep, 
iwry iooV»*oMl ""^ ^^^^ ho«Pit«l. I uias 

I wos obsolotolg obsessed luith getting Jeff homo. No hod spent mony. mony, many 
months ot tho Hospitol, end uio rooUzed thot tho hospitnl mos roising our child, uihen 
you houe • child mho s to tho hospitol fer thot long, ospociailg to intonsluo core or a 
critical core unit, you sort of leso tho perspoctiuo thot ho is your chUd. Vou can't ouen 
glue the") • hog to ^^r^m^X•. I montod to roiso mg omn son. 

$0 the obsosston got grootor end greater with getting him homo end I thought of 
strotogies of mho mould peg for bis core. I mrtto lots of letters. 

Tho biggest problem mos morog. Jeffrog s tosuronco ron out mhon ho mas obout nln 
months old ond mo more to o reel dllommo bocouso me more told thot ho mould nouer 
houe tosuronco ogoln. Ulo hod o SI 00,000 limited lifetime couorogo, end it mas gone in 
nine months. 

Ulo tried sotiorol different componles end ell of them sold thot mith pro-oMlstlna 
con;:. Jons (hot thog mould not ouen consider us. ' 

lUt oppilsd then for Modicold ond mt more turned domn because me re ouer income. 
My husbond hos o good Job ond mokes o gooC income. 

1 .ontoctod tho press ond somoono rocommiinded Crippled ;ron's Serulces of 
Moniiond. Hnd tiaio months totor, mo got mord thot they mou'- for Jeffrey's core 
homo core, on • tompororg bosis. Nnd, so for. thog houe c .wod fo pay for Jeffs 
core. The could stop It ot ong time. Bio stUI ome obout StOO. . thrjt hosn't been paid 
" • keep Jeff ot homo, it s 

obout S55-Sie.000 o month to keep him to tho hospitol. Thot's o big, big difference; o 
big difference. Thot tocludos stotoon hour o dog nursing coooroge mhlch mo sometimes 
hW2, end rontol of bis rospirotor, his ouygon, oR of his 0Quipmen2 end modicoi bills. 

There's else o big difference to Jeff ot homo. No's brighter. No's hopptor. it's herd to 
oMpleto hem much he's gromn stoco ho s boon homo. No come home o docile little kid 
mithout ony spunk ot ell. No hod never boon outside. No d nouer seen o cloud; he'd 
neuer seen it rein; he'd nouer soon It snom. So mhe i;e got him homo, the nrst thing 
luo did mos mo took him out ond shomod him all tho noturo of things that people take 
for grontod thot those kids con't oMpori^nce mhon they're gromlng up mithin four malls 
of ar intonsluo core unit. 
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Ther* %r% utrt), uert) feui llmitt to what Jeff can do noiii. He goet outside; he plays; he 
swings on the swing; ha rMas his llg Ulhael and eats Popslcles like any other Hue year 
old. Ha goes ta birthday parties and goes «o swimming pools and plays In the send end 
fights with his brother end does everything that kids should do. He has a wonderful, 
quaUty Ufa. 

People bene to understend. technology keeps those kids alive. But nobody seems to 
know whet to do with tbem once they ere ellue, end 1 reelly think society owes them 
the right to be home. 



Ule hod one child In the Pediatric Unit for flu^ yaert. Tha child's problem was uery 
compllceted. He wes bam In e Pblledelphle hospltel and transferred here several hours 
after birth. He mas bam with e congenltel enomely such that his ainuey wes totally 
plugged off He alse happened to hove e connection between his asophegus and his 
windpipe end he taies breethlog through his esophegos down Into his windpipe. He had 
an inparferrail onus; he bed a metrlcular saptlcel defect. 

His mother his mother uies e seclo->peth and spent most of the cbUd's Ufa In JaM. in 
fact, she had two mora children while she wes In JaU. So there wet no femlly for this 
child to go to ond we took cere of this child. The child grew up here In Children's 
Hospital. This hospital wes peld over $1.5 minion by Pennsyluenle's medlcel assistance 
to take care of bim. They era not cherges, they are actual peyments. 

The child grew up here end Ok*er e long period of time w^ were able to get him 
stebltlzed end euentuoHy, when he was about four yaert of ego, we found a family thet 
wes Interestei? !n teking corn of him eftar kind of e long courtship, the femlly decided 
that they did u^^V to take him home and ba his foster perentt. 

Then we got Into the Catch-22 of discharging him. While ha uies In the hospital the 
state wes peying for bIm. end If ha got pieced Into o foster home, then the city wes 
responsible for his medlcel cere. Tha cost of medlcel cere et home uies about $50,000 a 
yeer and tha cost In tha hospltel uies ebout $250,000 a yaer. nnd neuertheless , they 
were two seperate budgets. The city budget could not cope with thet to the seme 
entent thet the stete budget could. So we spent a long period of time until we finally 
hod to coerce the city through medio pressure to come up with the money c*j! of U own 
pocket. 

I do not want to malign the city gouemment. The people that uie deel with in the 
Department of Humen Serulces ore good coring people. They are stuck with a budget 
that they heue to Hue with end pert of their life Is to get as much In the uiay of 
serulces to es many people as possible. 

And they ere stuck with the fact that now the child will be transferred to them but the 
cosh flow thet was previously directed towerd; thot child cennot be transferred to 
them. So they are trying to do the best thet they can under the circumstances, end we 
are trying to do the best for the child under our circumttances. It finally took the 
coercion of medio publicity to get the city to turn around and moue ahead with that 
discherge. 



STiTCMCNT OF 00. K, PHUODCLPHIO, PCNNSVLOONIO 
ON ICROLF OF OOOV R 
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The cMM ivmt hami mi mcXvII^ spmt ■ gdtr luitli thit fotttr ftmiiy bifore thit cMid 
4M. nm thit wt ■ food yoir for thit child. Tlii child wt up ond octlue ond ploying 
with othef kids in tho ttroot, going to school ond roollg onjoylng himtoir tremendously. 



STATEMENT OF MR. C 
OF BEHALF OF HER DAUGHTER, LAUREN 



Louron is our second chiid. She Is • yoors old. She v, enC the first 5 yeors of her life In 
•oston Chlidron's !(ospit«l. 

Louron uios bom in Pittsburgli. The doctors there suggested to us thot uio moue to 
•oston, which wo did. Dfhon wo monod up there, wo wore rortunoto in houing some 
romliy cieso kg In Now Rnmpshiro, so wo moved to Now Hompohiro bocouso someone et 
the Socio! Socorltg ornco told us thot it reoilg did not mottor in which Stote we ilued. 
Louron woo going to o recipient os <ong oe she wes e resident or loston Childrenr 
Hospitol; the Modlcoid wottld bo provided. 

SlK months oftor thot, wo wore toid thot thog mode e mistoke end thot we hod to leoue 
our homo in Now Nompshlm end moue obout 7 miles ecross the border Into 
Mossochusetts, where we stUI ore. It luould be nice to get beck closer to our romllu. ir 
possible. ^ 

Louron is constontig inrnsod bg o pump hero. She hes e mel-eb»orptlor problem; it Is 
the condition thot she hes end we hnue built this oump into e cert to get us mobile. In 
the hospitol, this pump wes connected to e ierge pole which restricted her from going 
outside cf the hospitol. our deughter, is e high-tech child, e child whose life literolly 
depends upon the mechines to which she is etteched. 

II decode ego, Louron would probebiy not heue liued post her first birthdog. Ue hod 
onother child; our first son wnt bom with the seme condition, end he died in Pittsburqh 
Children's Hospitol et 7 months old. 

fiduences in the medlcel communltg heue mode It possible for her end mony other 
children to sorvluo In spite of thehr illnesses. Hospltels throughout the country heue 
within them meng children suffering fmm o uerlety of dlsoMIng diseeses thot could 
possibly be meneg«d et home, but beceuse of regulotlons goueming peyment of 
medlcel OKponsos besed upon the femily s fi:.«nclel quellficotions, these children must 
rovTioln In the hospltoL 

Not only would medlcel oKpenses be decroosed slgnlficontly, but the guollty of life of 
these children end thot of their fomillos would greotly Improue. Euery child desenies o 
chence to grow up et home with their romilles In e louing, nurturing enulromnent. ond 
technlcol eduences of modem medicine heue giuen them that chonce. 

Louren's medlcel bills eueroged $320,000 per yeor ot Boston Children's HospltoL ft Is 
estimot^d thot her home core will euentuolly cost obout e third of thot. Port of thot 
cost Is our nursing stoff. 

Louren's core Is oKtremely demonding, ond our nurses glue us o much oDDrecloted 
respite from this stressful situotlon. 



18 



167 



163 



Our biggest chtiltngt wt rtdetlgnlng and findlno tofncone to build t neui ctrt to house 
Lauren's neui TPN equipment. Mediceid egreed to pey for e new cert because It luouid 
euentuelly seue tbem from $55,000 to $65,000 per year in dccreesed suppiy costs. 

at first, ttie Hoped t^et New Cngiend Critical Care mould be Able to direct us to e medical 
campeny tbet ttiould be liiterssted In creetlng this neui piece or edeptiue equipment, 
but neither engonc the! they epproeched nor eny of the professional people me 
contacted mere milling to Help. 

When time become e fector, me conteeted eROther egeni!i. Lifeline, end they arranged 
for a lecei uoctech scboel to build e cert If me mould provide them mltb the technical 
dreailngs needed. TMs Is uibet me euentuelly did. 

This mhole ordeel ives very frustrating. Patents burdened with providing their special 
needs cMId m«th tbe best possible equipment mould benefit greetly from some type of 
cpntral resource center. 

Hnelly, end most Important to as, is mhet mould heppen to Leuren If Petti end I mere to 
meet mitli some Occident end perlieps die. Ideelly, me uiculd eppoint either my Ulster 
or her husbend or Leuren's grendperents es yuerdlenv *>ut me ere not certeln thet this 
Is possible due to the feet thet shw Is e Massachusetts Mediceid recipient under the 
Ketle ieckett matoer end our femllles reside out of stete. 

The mej^r problem Is the disperlty of benefits thet eech stete etteches to Its SSI 
Progrem. ttlauld any InsHrance money or trust funds estebllshed for Leuren elter her 
Mediceid melver stetus? 

if my sister, mho lives in Nem Nempshire, mere to become her guerdlen, mould they 
then be held responsible for Lauren's mei^'CAl eNpenses? Our morse fear Is mhether she 
be mode e merd of the stete end be relnstltutlonelized in order to continue htr present 
queilty of medical cere? 

Ulhat Is needed here Is e definite policy deeling mith this issue thet mould provide 
equeiizetion of benefits ecross stete lines; else, clarification of guardianship responsi- 
bilities releted to medical enpenses. 

lUe hove morlced van| herd to creete e home environment thet mould provide leuren 
mith the moral end splrltuel foundetlons needed to ellom Iter to become a mature and 
responsible edult. U)e feel It Is Imperative thet she be permitted to continue to grom 
mithin this seme environment. 
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STRTEMENT OF MRS. R. J. J. 
ON BEHRLF OF HER DRU6HTER, EMIIV 



In Octotor or I9t5, tmlly uitt stnt homt to dit. She didn't. 

£mily dtueloptd tctojiictllg. oMtsldt the utenii. In the tbdomlnal eaultu-her placenta 
ettecfted •© the ebdominti well. She wt born uifth m'jltiplt problems, she suffered 
from mectiiliMi tsplrttlMi end uits on t httrt-lung machine untH she came home from 

In ^^!IH!•!••JLl-#?•^?•• ^^•y^*' tJome sua bad no bead control end 

no mascia ttraagth. Sba was aimast likt a nauibom. The worst part is that uie had 
missed sa mucb time witb her. lUe had so mucb to make up. l badn't even gotten to 
bold har pern mucb ar tuck bar lata bad at nlgbt. ' 

Tba nrs t tbing mm bad ta da was to taacb Cmlig to hold her fttad up. For a while, we 
ware making bar da a lot af things sba didn't want to do. I don't think she liked to see 
tiaar. m the start of Emily s care, she needed 24-bo«r nurslnj 
cara. £mlig was on a wntlletor. ska has a gastrastomy tuba, end a trachautomu 
Baceuse she ceuldnt make any nalsa sba was haakad up to an apnea manltor whaii 
JiSzteg^ir ""W suffer from anaicia witbout anyone 

dihan Emllg nrst came bama. sba gained weight sa quickly we started ughlng her 
twice a dag tblolcliig tba might ha rateiahig w^ta-. Sha knaiS the was hama "'aa more 
naadlas. cald baijds and ^alck check-ups in tiled reams fun of staalg machlneVj. J^r 

l\^iVr aaV^^Ttirr?^^^^ "^"•^ ^''""'^ 'tartad to iccJ^t 

L JS!Ir' T.K VJ^^^ ""^^ *ha time was right, she euan took 

herself aff the aentfletar. She hes leemed te cope uerg wall, verg quickly. 

casts dropped from S56.75t.50 par month to SI 8.000. £uen 
uilth the drop la costs, she's stUf e mllllon-doller bebg. *»».oini. tuen 

In recant months. £mUg has mode even mere progress. Sha na lanoar has a tr«eh «h« 

l!«n':r*t«%'* ''^'V' »«ausa of the ?«ch she hTs';.'^^^^^ 

been able to talk or chaw, so her Jew is Immetura. Also, sha daasn't know how to 
sweUow. £mlig wUI heaa te leam ta da the^e things before sha can learn ta ea?! 

Emily has gotten much stranger end bigger. Now. Instead af a few wobbtu tries at 
•taps. She cen meke t^rae er four canHdant strides, find she's leeming to make many 
sounds that she could n*;t de with e trach. We elways knew that Emily would make It. 
Vou can tell ebout kids ancc they get home. 

STRTEMENT ZT MRS. B OF PflSROENR, MRRVLRNO 
ON BEHRLF OF HER SON, BRRNOON 

My husbend. Oeuld. end I Hue In Pesedene. Mery'end. tt'e ere the parents of three 
chlldren.-our bebsj deughter. shene. end our 5-1/2 yeer-old twins, irenda ond BrandS^ 

we"r7?oid"t!I2« !lLV!*i5%^n*'* "'""I ^ ' «hey were 3 months premature, 

ille were told they hed e 25-50 percent c once of surviving. 
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Tit* first tMng nit ttkttf tvtt c«n tut hold tlitm, iKit tht docttr ttid no. it uiat 6 uietkt 
btf art turn ttitrt tvtr tbit to hold thtm. i milt ntutr forgtt tht flrtt ttmt i ttui them. 
Thirt tutrt t lot of mtchlntt, tuhtt. Tht nunet htd uiamtd mt thtt thtrt mould be a 
lot of tbttt thtngsp hut I ttid, turt, turt. i uits stiii OMpecttng thett chubby ilttle 
hahitt mtght with t mttle tMr thtir ftct, hat it uitt not iilct thtt. 

Thtrt wtrt wirtt tttrywhtrt tnd tht btbits tutrt hrvistd tnd thay luera to tiny. I 
crttd. I httf tt ttrn trttad. tlthtngh I ivts lutrntd. Ntthtng ctn prtpart you uihen you 
ttt ||ty tnm hthlts H|iM thtra Hkt thtt. 

Urttr thtvt 4 mtnths, lut wtrt tUlt tt hrlty Irtndt homt, tuith tomt chronic lung 
damf t. htt ■randan luts ntt rttdy. Rt lutvM htvt frt^atnt rttpfaratorg trrttt tnd he 
htd tt ha rtstisclttttd ctnsttntly. Ht tuttid p«N hit tohts tMt tnd thtg lutuid htut to 
kttp pHttlH thtm hack ta« and tht frtfttnt trtwnt cttttd damtgt ta hit alnuayt. 

•acattta af tha dtmafa. thag fait that Irandan ivaiild haua ta have a tamporary 
trachaattamg. irlglntVg. thag thavght thara wat Jutt a lat af tiuaiiing from tha 
tratma. Yhtg luara gting tt pot Mm on ttma tpadtl mtdicatltn tnd It tboat C tuttkt, 
thtg thavght thag niatMd ha thit ta taka tha trach taha tiit. Thtt tvtt auar4 gaart ago. 

Tha dactart tald thara wat • Itt af luaaknatt hi hit trachaa and that it thouid haai, hut 
aadi tima that mm ga hack, thtg ttg irtndtn it not rttdg. nit tra ttin hoping that at 
iang at tut can mtlntata hit ninuag and kaap him gatoig, auantaaOg ha uiiil raach a point 
luhart ha will att^iu thit. 

Madam madlcnl taclmtiagg ktpt Irtndta tllift. htt mtdlcti tnd tthtr tvpport ttrvlctt, 
tt lutN tt ftnidlng mtdianltnitt haua aat kapt paca tuith tha tachnoiogg. Tha ratult hat 
haan nn tnhaliauahit tarlat af ahttaclat and tathackt ta at in aor affortt to get 
■randan aat af tha httpital anvlronmant and inta aor hama and famllg Ufa. 

Onca ■randan ttahlttzad. nia knatp u;a ninntad ta artng him homa, hot nia alto wanted to 
hting hhn hnma tafalg. Wa wanted ta faai that wa ware nat gaing ta daza off in tha 
middle af the night, titap thrtogH hit alarm, and find that ha patted away In tha middle 
of the night. 

Ule wonted to knew thet there was tomehodg ehie end reedg to rttpond whan need he, 
end we coold net da it alone. Ve wonted ta !:now thet he wet going to get proper 
medicel cere. Ule wetted to know thet he wat going to get phytlcei therapy. Ule 
uiented to knew thet we were praperly prepered end thet we were <|ueHfled ta handle 
en emergtncg when we ware elont and hod to da it. 

Ule wonted ta make ture we hod oil tha equipment end oil the tuppilet that Brandon 
needed, hut Oevid end I did nat knew If we were prepered. Getting ell the informellon 
end ett the help we needed wet e nightmere. 

Ftrtt of oil. geu heue get to heue e pedletrlcien who undcrttendt home cere. If the 
pedietrlcien cennot onderttend thet the needt of the family heue to he contldered, 
then it Jutt will nat work. Thet it whet happened to ut at the beginning. 

Our flrtt pedietrlcien decided tomewhere along the line, beceote of ell tha ohtteclet we 
encoontered in getting home heeith cere, thet we could teke cere of Brandon aione 
beceute we hod been trained ta da it. Thit maent thet either one or both of ut would 
go without tieep. Thet Jutt did not work. 

The thing that wet to ttranga watlhet thit perliculer pediatrician wet the OMceptloR 
end not the rule. BH the ether people we had met who had respirator-dependent or 
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mpiraum ftUurt chUdrtn h«d ptdittrlcitnt mho mtrt 100 pmeot bthind tht femlfy. 

H •!!?*^ f«inm«i what tbay nttdtd to keop their chii J tt home, end then they 
turoto tiM proper letters to obUia it. ^ 

H!ir«^*^'**I?''" ^* »• • tfl"«rent pedietrlcion. Or. Semuel 

Uliiiiemt. Or. UlUilemt It oMcelieot. Ulithout him, Orendon would be In en Inttltution 
todey. becoMM gov to niorfc tegetber to get these kids borne. It Is elmost like o 
morrlogo — 3e»:d Md m* end Or. BliHlomt. 

Ule hod to meng problems gettlog the foods to peg for Irooden s cere et home. The 
noobcioi burdoos beoe boon oNtroordliiorg. Ooold uios working for the FedertI 
CooernmMt Md oltboogb bo bod Mgb-optloii lloo Cross end Hue Shield, no ooe wonted 
to ectttollg liitoffrot wbot tbet covorogo ontolled. w"".u 

ror oMompIo, we bed e 9g*deg borne beoltb core provision which eilowed for in-home 
beeitb core for gg dogs foliowtag e cooorogo .dmissfoii. got no one wonted to soy how 
mocbnorstog core wot octoollgoifoHobloonder tbet prwflslon. Tboro mes e reference 
eisewbero in tbo poHcg to nortlng coro for 2 boort per irt <t f or 50 oititt. 

I!l!ln.r'r'^.i."r* * Proultlon en nurting cere 

eppiied to tbo bene boeltb core tectien et wolL We could net do onytbing with thet 

covorogo tbet would bolp m to keep grondoa et borne. 

^^^'•"»» w*!!. tw. «»••■ nrst brought Orondon home. 

JL'^"**'i • n«rse witboot property 

wo7:ro?u«f^^^^ b";''' • ^^^^^ •^•'^ 

She coosed bim to go Into ropid lire rosplrotorg arrests and Orondon hod to be 
medbieced becfc to Johns Hopkins Nospltot So we were feeing obstecies from ell sides. 
We could net find proper nursing core for Orondon. end in ony cose, our orfolnol 
inturonce cempeng wot rofutlog to peg for H. onginoi 

10 detporotioa. I went through the telephone book ceiling euery tgency thet looked like 
' J"** "•^•^ ' cVuld glue ut th^ 

funding tbet we needed. 

o^i'lhirl!??..!?!?* ? I** "•J?'!.** "P"'*'^' ^^•^ "» • problem 

out there with lock of ony kind of coordlnotod tupport. ttle heue got to get the powers 
the. be together to decide tbet it it better to hove e child et bomoTthot it it more cott- 
•ffectiiie to beve tbo child et borne then it it to keep the child In the botpitei. 

There It • need for ogonciot tbet con help, thet con tell perontt where to oo to qet 
equipment. Tbeg con help by totting up interviewt with nurting ogenciet to thet the 
porentt con find e nurting teroice thet con meet their cbiid't tpeclHc needt. 

There it e need for rotourcet for porentt to Tmd out where they con toko their child for 
deueiopmentel ottettmont end Intervention, if need be. There it e need for e service to 
direct porentt to good pedietrlcient who ere oriented towerd home core. 

1 think thr oNltting roimburtement mechenitmt. public end priuete, eito need to be 
better oriented towerd the concept of home cere. Our child belonged et home and e lot 
Of otnert who ore currently m inttitutiont belong ot home. Our oKperlence showed that 
It wot much more cott effective to cere for ^'rondon at home. 



22 



ERLC 



171 



167 



V«t. inturtnc* cempenltt thtt lultf pey thoutendt and thouttndt of dollort for care In • 
hospital, uiUI not pay a fractlan of that amount for nursing and other support serulces 
In the home, it Just deas not malca good sansa, and i am sura you do not thinic so 
either, lut thet it the uiey e iot of peyors operate, end perents heue e herd time 
deeUng mith these winacetserg harrfart that era p«t up along the u/eg. 

lit hoctain, there it a let af Infermetiaii thet perents aaed te fece sltuetlons Mice these. 
Vou da net icnow gov era going to heue e child llice this until the child Is here, and than 
it Is like gaa era stuck in the middle of the acaen and do not knoiu hem te swim. There 
needs te be tamahodg e«t there mith a Ufa preserver to kind of give at e hend. 

•eceuse of en of the probelms me feced, Oevld end 1 hove often been esked mhy ma 
aiier mode the decltlon to bring Irandon home. 1 think the number one reeson is 
beceuta ha It ear tan, and e second reeson is thet nomhare else could Brandon heue 
half the chance thet he has being et home. 

institutions try herd, bat they cennet cere for e child the mey the perents can. Nom 
thet Braodan Is heme, he hes people he con leem to trust efter being In the hospital for 
• goer. Re raallg dli net have that there. He did not knom thet mhan he mes hurting, 
somabodg mat gaing te came ar thet mhen he mes hungry, somebody mes going to feed 
him. 

Brandon and the ether clilMren Hke him mere being cored for and leued an e schedule. 
Theg did net get the kind of love end effectlon thet theg can get et home. Ulhlla 
Brandon mat In tha hospital, ha did not develop the meg ha should heue emotionally or 
mentellg* ttle mented Brandon to hove the best possible chence et leedlng the most 
normel life passible under the clrcumstences, end the only mey me could glue him that 
chence mes to bring him home. 

Nom thet he Is et home, Brandon hes mode greet Imprcuementt elong the may, 
elthough he is still tamemhet deleyed. But mhen me think ebout mhet he mould heue 
been like If ha had to stey In the hospltel, there Is Just no mey ma can re<«ily make eny 
kind of comperlsoa beceuse there Is no comperlson. Home is miiere he should be 
beceusa that It tha best piece for him. 

Regardless of mhet heppens in the future, me'ue hod flue monderful, difficult years— 
they'ue been greet yeers. He's heppy end enjoying life end that makes us happy , 



Ula mare et my friend's house OAd me hod taken off up the street or. our bicucles. 1 
mes going up the driuemey end my mheel got stuck on the curb. It mouldn't f > up the 
sldemalk. The front tire come off, clipped ouer, end kaboom. 1 mas hunched ouer In like 
e racing stence mhen the tire came off I Just flipped right ouer and no chance to do 
enything ebout It. I Just snepped the neck. 

Rfter e fem meeks In e hospital, 1 caught the doctor finally, and said— mhat's the 
diagnosis? Rm 1 ouer going to melk egain? 

He said anything Is possible, but that the odds are against your euermalking again. 



STATEMENT OF JOE MILLER 
OF LOS RN6ELES, CRLIFOflNlfl 



23 




168 



i tptnt 7 Riontht in the hotpitti and luat bored out of my mind. There uintn t much to 
do, md I itiatn't that big of • toop oporo or TU buff. And thott about all there it on TU, 
and reading itiat out of tha question, to i said, loolc I oiant to go hom3. 

It mat rough for a itihile, but things are almitt normal noiti. i get up In the morning and 
get ready far tcheol. And then my rdendt come over and plclc ma up ond talce me to 
tchooi. I go to my elattet, come home for iunch, go back to school and finish up the 
4oy and tome home. 

The biggest problem is the! since i don't have nursing, my mom has to taiee care of me. 
She's not ebie to ivort enymore. Wt have trouble peyiiig the rent and the other bills 
the rest of the world bes to peg. 

Ule filed itiltli Soclel Secahty, end the homemeker chore program they have here in 
Celiromie to get help, end it's very difficult. Vou're not oiloitied to own anything 
number one, beceuse if you own enything that's of any value it affects mhat uour 
income Is going to be. 

Then the homemeker chore, they itfiii pey $3.69 an hour and figure I need 4.5 hours- of 
cere e dog. One of the problems is thet the care 1 need uerles from dog to dey. t haue 
problems mhere my clothing needs to be chenged more then once e dey, then that 
requires transferring in and out of »2ed. bething, chenging, beck into the chair. If my 
friends ere net ivaU end theg can't moke it up here, then someone hes to take me to 
school end brfnf me beck. 

The second problem Is thet It's impossible to hire enyone for $3.69 en hour. Hides euen 
moke $7 en hour. No one aiiil itfort for thet. So itie're pot In a position of going to 
ivelfero. 

I uies elloived Soclel Security CS^I), but beceuse my older sister worts, they consider 
her Income es pert of tUe household. Therefore. I em elioitied S3i e month Socio! 
Securltif. I don't know how tbey come up with these figures. 

I heue 0 friend who hes e simller problem. He tried to commit suicide when he lost his 
nursing. KIs mother works end he felt he couldn't get by totally on his omn. He felt 
apparently thet Ufa wesn i worth going on. 

They moke It uery difflciilt on us. They're telllpg us thet we cen t Justify our needs it's 
crozy beceuse e week's cost of keeping me Institutionelized is much more than the 
costs of coring for me et home. 

The hospltel bills ere coming In et Sli.OOO e month, end thet's not euerijthing because 
they itemize things. Medicel supplier end euery thing, run about S500 to SI ,000 a month 
for mg cere et home. 

The mejorlty of mg bills we're still receiving so far heue been peld by my fathers 
Insurance end my mothers Insurence. ietween the two of them, they're pretty much 
couering It now. tut since my mom con no longer work, her coverage is ending. My 
fethers insurance will continue for e goer. 

lifter thet. I Jon't know. It's en unknown question. I do know the bills ere ver . very 
horrendous. Thet will be there the rest of my life. 
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STRTEMENT OF MRS. B OF lURSHiNGTON, O.C. 
ON BEHRLF OF HER SON, ROBERT 



Our ton, Robaii. wh% It 4*1/2 yttrs old, hot spent tho mojorltti of hit life In three 
hotpltel Intentlve cere units. The more recent tteu het beer et Chlldren't HotPltel 
Netlonel Medlcel In lUeeliiAgtoii, DC. 

Iloberl tuffert fr*n e rare, Muer* form of mutculer dgttrophy. In iugutt of 1983, our 
ton uiet admitted t« the Intentlue cere unit of forltmouth Neuel Regional Medlcol 
Center in f erttmonth, HA. Our ten uiet tuffering from teuere pneumonle end needed to 
be pieced on e veatHetor te save his life. 

Rfter tevaral iMeakt et this hosplta*. It become epperant that in arder to better core for 
Robert's ecate aeedt, he needed to be trentferred ta Chlldren't Natpltel of the KIng't 
Oeughters la Norfolk, Pfl. Rfter • months et this hospitel. It oies obulous that due to his 
muscle disaese, aur saa waald need the esslstance of e uentlletor probebig for the 
remainder of his life. 

In October, 1913, uie epproeched the steff of Children's Hospital of the KIng't Daughtert 
on the featlbllltg af Intentlue cere at home for our ton. Contldering et thlt point 
Robert hod eireedy baen tteblllzed, there uies nothing uie uiented mora then to heue 
our son et home. 

The staff at KIng't Daughters Informed as et this time thet neither their hospitel nor the 
Stete of IHrgiiila had the aecessar) resources to properly care for Robert's ecote needs 
on e long-term betls. They else did not heue OMperience or stefflng auolleble for 
intenslue iiama cera. 

Rt that time, Rabart's pediatric Intenslulst started Inquiring af haspltals on the eest 
coest thet uiottid hove home cere progrems eireedg estobllshed. Uie melted for e 
rosponte from eech hospital whether ar tiat thag uiauld accept us. UJe mere turned 
euiey from f hUadalpMa Chlidran's Hospitel end tethtsde Neuel Hospitel. Our only hope 
uies Children's Hospital Natlanal Medlcol Center here In UJashlngtoii, DC 

Ir Nouamber 19t3, ujo tuere scheduled for en In-depth Intervleui uilth the home care 
staff. Rfter the Intervletu, ujo hod ta uialt for the decision to be made whether or not 
uie taiould be eccepted. In Rprii 1984, 6 months leter. Children's Hospitel had en opening 
and uie were then eccepted. 

My hutband, Michael, Is e flrtt-class anglnemen, E-6, In the U.S. Nauy. The Nouy 
grecloutly gronted us e humenlterien transfer to Washington, DC. Rt the time of our 
transfer, CHRMf US had egreed to endorse Robert's home care and to pay for his medlcol 
needs. 

after trensferring to the lUathlngton area, uie leemeiS thet they would only couer a 
small percentege of Robert's home care costs. CHRMf US uilll pay a manlmum of $1,000 
a month. This amount uiould not euen couer the rentel cott of Rotert's equipment, 
much less needed supplies end nursing care. He remelned et Children's .:osplial another 
9 months, e tatal of 18 months of hotpUellzation In all. 

The medical steff there would not discharge Robert ;iilthout skilled nursing. The $1,000 
mcMlmum taiould not ellow for this. Due to Robert's muscle disease, his Mfe eHpectancy 
is beileued io be shortened. Our greatest wish has always been to haue him home with 



25 




ERIC 



170 



w, flit ftmily, mhtre Hi ctyM rtctlut Iht lovt ht ntedt. Our ton's life thauld b« one of 
4ttoHt)|. 

CNNMPm mm pog for iokoii to tlog in the intentiue cere unit, but will not provide 
edeM«t« tuwlt for Home cere. Tlilt meket no tente, etpeclelii| centiderlM heme cere 
Hot meny •dve*tef •<> iftcHidinf cett erfectlvenett. 

Correct deciimentstlen indicetet the cott of home cere it epproNimetely one-third of 
the cott of Hotpltsi Intentiee cere for ecute, chroniceily iil, technoiogy^dependent 
children tmch t ie^ert. in eecii cote, there heue been tyhttentlel cott teuinyt to the 
Stete Meilenid preymmt, prlvete inmirence compeniet, end individnei toNpeyert. 

The foileivlny it on epproNlmetiM of Robert't cottt. Wt botpitel cettt per dey it $1,200: 
per yeer, it it $438,008, plat phytfcien t cottt. 

for home cere cettt, bit nnrtlny cere for e yeer oiiU cott $54,490. met it 16 hourt per 
dey. Hit tuppOet cott $t 2,U0e end bit doctors $1,000. mhicb meicet e totei of $67,496. 



Eoery chUd tbet bet e life- three toning bendicep it different in meny uieyt. No one child 
it ellke. Veu cennot treet cencer the mey yoo luoald treet pneumonie. Hie needt mey 
be different, but tbey oH bnee one thing in common. They need to be home. 



STOTEMCNT Of M8$, I Or CliCIOO. ILLiNOi$ 

ON iCMLr or Hco $0N, ftxtn 



Peter it the victim of e tenlblo motorcycle eccf;!ent uihlch ocorred on September 26. 
1907. While he wet ettendHigTalene Unlvertlty m now Orleent. A\ the time. Peter uiet 
19 yeert old; he't 24 new end wlH be 25 In Jane. 

The nlyht of bit Occident, Peter wet token to e botpltol in now Orteen Ofter three end 
heif weekt. be wet trentferred to OUttoyt Notpltel et the Univertlty of Cblceye. Ot thet 
time. Pete;' wet In e teml-cemetete ttete. Ufhile et Ollllnyt. be become fully contclout; 
however, be bed lott ell tpeech end motor tkillt due to bit tevere doted heed injury. 
In Oecember of 1901 . Peter wot eyeln trentferred. thit time to Nerthwettem Memorlel 
Hotpitel. 

Onginelly. thete botpltoHzetlont were peid fwr by e $600,000 mejer medicel Inturence 
policy for Peter. Oy November cf 1903. the hotpitel blllt hod totelly depleted thIt 
policy. Of course, et thet point. Peter wet unlnturoble. He hod not been dltebled for 
two end one heif yeors end wes therefore not entitled to Medicere. 

Fortunotely. be hod turned 21 In June of 1903. so he wes entitled to m^w: lid. which 
helped some. However, the smell emount of money received did not end does not poy 
for the spociol shoes Peter must hove, the doreblo medicel equipment, or the special 
tronsportotlon needed. Oy 1903. 1 bed to remortyege my house, which hod been peid 
for since 1902. la order to cover these costs. I em In the process of hevtng to teke out 
0 second morlgege to cover more medicel costs. 

In Ougust. 1 903. Peter bed surgery for e frontol shunt, in November. 1983. he bed the 
ectopic bone In his hip removed. His leg hod turned Inword. so surgery wes done to 
strelghten the leg. Ke else bed surgery on his erm. which proved unsuccessful becouse 
It necessltotod therepy using yrevlty coused by stendlng. Becouse of his surgeru end 
the cost on his leg. Peter couldn't stond. 
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This tiospiUll^atlaii iaiUd Xw\u9 wk%. WWMn three deys ef tiespltal discharge, 
fMfr bed puiRMnani ^att. He laies rushed to the neerest hespltel, luhere he stayed 
fer tiue degt. Fifteeii Heurt efter discherge, he hed pulmonery srrest egein. Because of 
the inede^uecy ef cere et the neerty hespltel. my deughter end i put Peter In our uan 
Miltli l.tf. kettles end drave him te Narthuiestem Memorfel Kespltel, ujhich Is 
epproKimeteig 4S minutes frem eur heHse. This uies Chrlstmes Cue, 1983. Peter 
remclned there MtK Uprfl, Ke ien the hespitei uiith deciabiti the size of fists et 
eti pressure ptkits end mith e drelDege In his hip. He uies still unable to speek; 
beuieuer, phytlceS %hnrepy had begun. 

Thenics tn e frlned. wn Asceuered Monee Heme Heeith Cure, which hes gluen Peter the 
cepeblllty te find e place In this life. Meeee Nome Heeith Cere geuc us nurses to clear 
Petnrs skin, which they did successfully; e physlcei therepist uiho brought him from a 
stetn of tetei dependence lo use of e uiheelcheh^ end e qued cone; e speech therapist 
ttiho hes mode It pokslble for Peter to use e peletel lift; e commonicetion enpert to 
eneble him to itte e cemmonlcetien boerd; end eo occupetlcnei thereplst to teach Peter 
to cope, with minlmel essistence. uilth oil of his doMy iluing ectlulties. RIt heue uiorlced 
successfully with Petor. 

When t leemed ef Peter's Occident. I wes told he uies dead. To see the progress he has 
mode is to witness e true mirerle. find Peter continues to improue through the 
dedlcetion end offforts of his thereplsts. 

No wes fiuen e Medlcere cord In April of 1914. Piere Is no more money for 
trensportetlon* OJe hea purchesed e speclelly equipped uen for Peter, but we had to 
sell it for the money. Peter now must rely on e Medlcar to meet his doctor 
eppolntments. nie heue hed to pey for his $190 shoes. lUe heue hed to pay for hit 
$3,500 communlcotion system becs!!*8 his words ere stlH unlntelilglble. lUe haue had to 
pey for his bethroom equipment, shower choirs end toilet seets. tUe heue had to pay 
for his cones end for melntenence on his wheelchair, which Is frequent, giuen the 
amount of usege. lUe ere loolcing forwerd to heuing the surgery on his erm performed 
agoin in the neer future. 



I haue Ouchenne's muscular dystroDhy. which is a progressiue disease that your muscle 
deteriorates and you slowly get weaker, i was diagnosed 18 years ago when I was 
four. 

Ule haue on :<M0. Group Health Rssociation. which pays for our nursing care 24 hours a 
Jay. It elso couers most of my hospital enpenses when 1 haue to be there. 

I try to stay out of the hospital. The nurses at home know me. They're triends. 

in the hospltel It's different. Vou don't reaiiy feel that way. Vou don't feel much like 
yourself. It's o uery sterile enuironment in the hospital, end uery tiring to stay there. 
I'm more susceptible tc getting colds and ulnjtes In the hospital and I get bored uery 
quickly. 



STRTEMENT OF STEPHEN B. 
OF BCTHESDRt MflflVLRND 
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flt horn* I can either call friends or draw or read. I can go outttda, take a walk around 
the block sometimes. And then my friends usually stop by. Cither one or two of them 
stop by usually. I use the telephone a lot. I 90 see a mouie and sometimes even 90 to 
the beech. 

t put the uentlletor on th« beck of my wheelchair, which has e better^i that can last up 
to three hoars, ind I uso e portebto compressor, e small unit that sits on top of the 
uentlletor, which glues me eli the campressed air end away we 90. 

U)e heue e cer noU/ thet has air conditioning. H special seet for me and e driuer. There's 
usuelly e nurte In the back seet, and a friend who has a truck takes my wheelchair. 

Some people sag It Is not niorth llulog, being on e uentlletor; but. It reelly makes a big 
difference. When I hed to heue the trach put In, we asked the doctor what to do. 

He said If 1 ware his son, he would teke me home to die. I thought ebout It end It was 
no eesy decision, tut eslde from wonting to Hue, I Just thought 1 hed to be there for 
mg femlig end friends. 

In addition to the HMO, when I wes It, I started getting some help from Medlceld. They 
pey for my medidna. They also heue a personal care program we thaught might help. 

t need help dressing end going to the bethroom. 1 heue to be turned end weshed end 
thought they mould pey to have some one come Into the house to help with these 
things, tut tha menlmlum they pey Is $10 a day. Whether Mou got someone for two 
hours 01 four hours, $10 is the most they wia 0ay. I'm not sure hotu well It works for 
other people, but In this aree they mey haue the program, but they don't heue enyone 
to go with It. 

Vou heue to find somebody who could proulde that care and then haue them epproued 
before we could get Medicaid inuolued with it. fln so it neuer reelly worked for us. 



In 1978, Kim was diagnosed with ecute lymphocytic leukemle that was In remission. 
We moued to Tucson the same yeer and euerything went fine — this Is e major cancer 
treatment center of the country. And then in 1982, Kim deueloped some speech 
problems end we took her Into the hospitel. They weren't sure what It was. 

By October 1982» she wes admitted into the hospital and had some bleeding In the brain 
which hed created pressure cn some of the major cranial nerves — she was unable to 
swallow, she hed to be put on a uentlletor, end they found a growth Inside the brain 
which was so fast growing that the doctors told us thet It didn't look like she wes going 
to surviue more than a couple of months. 

flt that point, the doctors decided t*iey t'^^w because of the location of the problem on 
the brain stem, thet there really aiasn't enything they could do In the way of treetment 
for Kim. it was deuastating; a real shock, nil they could do wes proulde supportlue 
cere. When they gaue us the news that she had uery little time to Hue, It was Just our 
gut feeling we wanted her home. 1 felt like we only had one chance, and I didn't want 
to do it wrong. We d'dn't know the hospital had neuer done that before. We told them 
we wanted to, and they worked on It, and they helped us. 



STRTEMENT OF MRS. N OF TUCSON, RRiZONR 
ON BEHRLF OF HER 0RU6HTER KIM 
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Tlie day before Hianksglbing in 1982, Kim c?mft home, uie'pe got a Golden Retrieuer 
that's uani ramb«ir<ctIout and kind of jumped up and gaue her a slurp — and that v*rt 
her uielcoma home! onca $he got home, the changzs were uery quick. 

lit nrs t the itiat itnabia ta euen ba rolled up on an Incline for a short period of time 
tuithottt gatfing tirad and In patn. By Chrfttmat time, she mat able to sit up in the 
uihaalchair. U;a took her In for a falloui-up ultit. They found a teconC tumor and that 
the r-jt one had actuaily gotten tmaiiar In size. She was obuioutly doing much better. 
Ilia uiantad to ga to DItnayiaod at a kind of a last family thing and uie did. 

She uiat stHI in a wheelchair, still on a respirator, and to we had to take ai' the 
equipment ttia wet on on the road. lUe alto took her nurtt with ut. It wat fun. Kids 
gat an Space Mountain and - you know- they all scream. Kim had her trach, and to 
she Just put her nnger aoar the hole to scraam like ail the rest. It was great. 

She wat in the nrat grade then. The first week she went back to school, we Just went 
ouar to tfitit, tc let der cSassmatas gat used to seeing her with her wheelchair and her 
aqupmant that she needed with her. Kim had an eKceptlonallu good nrtt grade teacher. 
It wes e good eMperfence for the other children, too. 

Kim wes beck In school full time by second grade. She's progressed quite uieil and 
seems ta ba keeping op pretty wail with the kids, ller hendwriting It e little slow, so 
she needs oKtra time ta do some of her homework. 

Today, Kim It Hi the nfth grade. She recelues speech ond physlc&l therapy three times a 
week after school, ct home. Heuing the theraplttt work with her et home leaues her 
more time to play with her friends, end this may. It doesn't interrupt her normal life." 



STATEMENT OF MRS. N OF CLEUELflNO, CHID 
ON BEHRLF OF HER DRU&HTER, JESS:CR 



Jesslce entered tNIs worfd four months eheed of schedule et twenty-four weeks 
g<«station; the ues e tiny hendfui, weighing less than a pound and e half. Bom so oariy, 
Jca wes not eble to eet or breethe on her own end required hlgh-technoloqlcol 
medicel tntenientlon to seue her life. 

The term 'mediceily fragile child* projects such e sad plc!ure c' a tiny frail tabu that 
I'm sura ma have oil questioned the edvances of medical technology and intervention In 
the quelity of life. 

But, jotsice shows to those around her the meaning In each and euery moment of her 
lire. She is noiv thrfulng and with great cere going beyond surviuel. 

iilhen we firtt brought Jess home. It wes with the thaught that we could only make her 
possible deeth et home .nore comforteble end that me mould strfue to make each 
precious day In her life e heppier once et home with her family. 

In spitfi af her problems, she continues to nght for her life; she enjoys each and eueru 
echleuement end speciei moment. ' 

Jesslce, noui three yeers old, has chronic obstructlue lung disease and 
bronchopulmonary dysplatle. In eddltion to physicel end deuelopmentel delays. She has 
a trecheotomy and receiues OMygen and numerous medicetions mith round-the-clock 
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monitoring tnd therapy treats inXs for her lungs. Tuienty-four-hour-s-dsi| nursing 
care Is also required. 

Ulhlle .)ass has liuad, other uery special friends haue died because the children and their 
famlllos mere not gluen support. Ule icnoui them end their struggle, and uiith their loue 
still lingering In our hearts, fight to go on In their behalf as well as outs. 

Prior to Jess's discharge from the hospital, I checked uiith my company's personnel 
Ceportmant to fini ou« uihat tenants mere auallable to bring her home. I uiork for 
flmerlTrust compeny, e bank that Is progresslue ond a forerunner In oKpandlno 
employee helath cere benefit programs. 

For th6 first tuio months, uia used e nursing agency to proirlde round-ttt^-clock nursing 
care. The cost of these egency nurses u;ot sometimes $29.00 per hour, fit that rate, 
Jessica's care uies totaling approKlmotely one-half to tuio>thlrds the cost ot r.c: care In 
the hospltel. In order to stntch uihat health care dollars Jess had left, Sandl and 1 
decided to hire nurses directly. flmerl-Tnist's child care referral department helped 
submit neuispeper r .s for nurses. 

It uias coincidental that many of the nurses itiho responded to my ad had been 
employed at the hospltel where Jessica had sper ' so many months of her life, fl feui of 
these nurses hed euen cared fbr her while she \ the neonatal Intenslue care unit. 

My company allouied me to 'seue' my materri' ue for Jessica s dischi ge from the 
hospital so that 1 could spc ' <ime uilth her on. ..e came home. 

Jesslce's lifetime r.iejor medical oKpense was quickly reaching ihe mawlmum. Ule knew 
that If funds were not found for her home care, the only altomatlue would be ki hospital 
orinstltutlon. 

1 started a letter-wrltlng tf^f* ^^hone call campaign to conulnca gouemment agencies 
that Jesslce's home care wc . s than hsif the cost of Institutional care. Ule did a 
cost-benefit enelysis thot u«e luomltted along with pictures of Jess, statements from 
her doctor, end my personal eppeet to continue Jesslce's care at home with her famlli/. 
This Information was submitted to President Ronald Reagan, the Health Cere Financing 
Rdmlnlstratlon, the Ohio Deportment of Health and Human Serulces, and local 
congresspeople end senators. This was followed up by constant 'remlndsr* phone calls. 
Soma days ouar twenty cells were made, with no-one gl« g eny hope for my plea. 

Rfter elmost sIn months, we finelly found someone willing to glue hope to our ectlons. 
Her neme Is Loretta Kelllpolltes, coordinator of Ohio's Model 50 Ulaluer program. 
Loratte war Instrumental In getting stete approual, while the whe9ls of gouernment 
were slowly r.ouing to finally get federal monies. I haue recently been assured that 
Jess's heelth cere needs will be met by matchlnij dollars from the state and federal 
Medlceld fundr. 

Ulhen Jess come home, she couldn't euen hold her head up or roll from side to side. 
There wes no way for her to communicate hsr wants and needs, and because of the 
trach tube, she could not speak. There was one small thing I always wanted for myself, 
and that was for Jess to say, 'Mommy, I loue'. I felt that wjuld help me go on. Now 
fho tells me, her daddy, and her many nurses that ar.d so much more with sign language 
end Is learning her elphauet and numbers. She can form simple sentences and has 
laemed the motions to her fauorlte songs. She can sit Independently and considers 
herself 'a big girl'. She Is becoming potty trained and has recently taken her first 
steps with e little help. Her health Is Improulng and she will be in a preschool program 
this year for special children like her. In her near future Is possible reconstructiue 
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uoke •'•«>ulld her uieekened trachea. Thl$ mould alloiu Jett to speak luith her 



Jettica hat made emozing progrett far beyond anyone't eHpectationt. Today wt are 
enjoying our happy, thiiuing, little g!r1 and haue had to many preulout days benind us 
that cannot be token aiuay. fit a family, lue look to the future lulth Jes^.ca as a 
luelcoma joy at the thoiut to ut the ualue of etch day shared at a family. 

STATEMENT OF MRS. $. OF SEUERNA PRRK MRRVLRNO 
ON BEHALF OF HER ORUGHTER, ERIN 

Olhen Ertn uias bom, on the 21st of November In 1979, she luas bom crying, and she 
didnt stop crying for hourv. And I remember uerg ululdly asking, luhy Is she not happy? 
JLl *? ^2 K beglnnlhg Just Intermittently, maybe Hue or ten minutes a 

day. And her color luesn't quite right. 

l!ltT/K"''Jl"*?V* ^'"'"S '* '•'••luently. but she luould be nne when lue 

.4 V** '^I * " •ctually saw har when she u;as In trouble. Ule 

ulslted at leest three physicians e week from when Erirt was four weeks old to nine 
5^1?. ° from clinic to tllnfc, hospital to hospital, asking different physicians if 

lu^SJ^lV.y^ J* P*'*'""'" '« "« «h« nine 

^Jllul ? *° ? Phytlclen who didn't Just say, -6ee, she s too tiny. She's toos 
fmgllo. Ula can't help gou." or 'See, she's eiright, she shouldn't be here. 

determined thet she hada noppy larynH which means that the air coming 
through ti.e rachea gets kind of trapped, ar. sc It can ca*ise wheexiRg. ft can caus? 
minimal respiratory distress. But t^^ feeling was that she should be nni, that she was 
tiny, and that hopefully inithin a mr tter of weeks, month;; at most, it should resolue 
Itself with her e!nuey strengthening up. 

11^^ u'lJj*" f^'J"^'" •"•ni lueek from that period until Erin was about M weeks old 
and it did not appear to be resoiuing. In fact, it was pertiaps getting a little worse. So 
the doctor recommended thet we go es an in-patient and do a bronchoscopy and a 
L*"* procedure, the physicians came out and said that they really 
.f« hour. ''•^ "'HI nom)6i. They said w« should valt about 

siH hours in the recovery room to make certain there are no probler. . with the 
anesthesle, and then we con go home. 

Ulell, there appeared to be some problems, mithin 12 hours after she had the 
""I?!?? "re. Ullthin 18 hours, she had to be intubated and 

within 24 hours she was on a uentllator. 

The only real reasoning they could come up with was, that because of the uniqueness of 
her airways, the procedure kind of tipped wha( we would haue been dealing with 
weeks down the road. She has tracheal bronchial malaise, which means that the 
cartiiiage in her trachea and In her bronchus is not completely deueloped and formed 
It glues way to collapse. 

On the fourth day fol!owiPn the initial procedjire, she had an emergency trach<%ostomy 
performed, and euen with racheosjomy tube, there tuas still something wrong. 

She was In the hospital about a month, and they felt that they had stabilized her 
condition. Ule had an artinclai airway for her and as long as we kept It open and clean 
we should not eHperience any acute onset of any kind. Hopefully, within a m&Uer of 6 
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to 12 months, tut could ioAk at decsnnulatlon, and that the should be fine. Because 
that lilts the history of this kind of disease, as far as they could tell from the medical 
hooks. 

Unforluntteiy, htr condition cantlnued to deteriorate. lUe were home for about 10 days 
when she obtained a uery b«d Infection. She had to be placed back In the hospital. 

it tuas another emergency transport into iti i emergency room end then info PlCU 
(Pediatric ln*ensiif9 Cert Unit). TTiey Padded to do another bronchoscopy, because they 
felt that there ntd to be something else there besides just wetk airways, but she was 
too sick at that point to do it. 

Ule cane home for a few days, hauing another admission af .Jy scheduled. TTiey did 
another brochoscopy, end they found another larger area of collapsed trachea. TTiey 
did an endicgram to see if there was something acutuaily holding the trachea closed, it 
did not glue any answers. They didn't know. It wax obulaus that whatever we were 
dealing with mas progressing. 

Erin has been home for about 5 years, now. UJe used to haut to uentlltte her manually; 
ail night long to keep her aipiiays open because they said that there w«is not a 
ventilator that couid be edaptad for home use. Hotv couid we adapt what was 
traditionally only in the hospital? lUe had to do that by hand. One aX those niphts, we 
weren't es successful as ma had bean praulously. TTiat was the risk we took to haue 
her home and sue knew it. 

TTiat perlicuier night, she ui9s about 2-t /2 years old. it was bout 3:00 a.m., and we had 
been eHperiencing a seuere rainstorm. TTia power uient out. Uie haua all the backup 
equipment that eueryone thinks you might need, aKcept we don't haue a generator. 

lUeli, Erin totally collapsed. UJe lost her heartrate. lUe were using all these wonderful 
flashlights end spotlights totally illuminating her room, whan the power went out. U>e 
iiod iiotiung. and she went into cardiac arresi also, tile had to picK ner up from bed, 
put her on top of the cardiac board u^hlch we aaua underneath her bed. Uie strrted 
doing chest compressions. UJe had a candle in the room with all the OHygen which is 
dangerous, but it was totally darle. UJe couldn't see. 

lUe kind af reheersad this before, because we tried to make certain that Is anything 
happened, we'd already asked ail t^e'uihat if* questions. My husband was calling the 
paramedics. My oldest son was driuing the car underneath the uilndow. Uie had put a 
long eHtension cord together to try to be able to Ti^ue power in case something like 
(*iat happened. UJe couldn't open her airway. That was the longest to minutes of m«* 
life. 

rinaily, she woke up and the opened her eyes and she started screaming. So at least 
we knew she was getting tome kind of OHygen, but she arrested aga^n. And we went 
through the same thing again for another 8 or 9 minutes. If something could go wrong, 
it went wrong. The Irony of the whole thing is that as soon as the paramedics got 
there, the lights came on, she wol , up —all at one time. 

Nowadays, we haue 14 hours of skilled njrsing care at home. This way, we haue our 
nights couered and our days couered, when I'm working or doing something else that 
takes me away from Erin. She's 5-1/2 years old now. She's on the uentllator all night. 
She goes to school euery day half a day, Monday; through Friday Either 1 or a nurse 
goes with her. Erin aniues back home at approHlmately 1 1:30 a.m. flt tha* time, she 
will be placed back on the uentllator, so that we can pop hor lungs back open and glue 
them the ability to stay open. Rnd thfr rest of the day pretty much uaries. She might 
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fo to tie library. She might heue a little friend In. she might go ouer to 8 little friend's 
house. On Friday the goes to ballet. Right now she Is preparing for a recital. 

The cost In terms of time and dollars Is Incredible. Erfn has used up close to $2 million in 
her lifetime. Ule haue gone through three Insurance policies. But the outcome is 
something close to a normal life for Erin. 

To me, this Is an accomplishment. She goes to the same school that her three brother^ 
haue gone to. Theg'ue ell had the same kidnergarten tebcher. Rnd she is able to do 
something that every little girl traditionally does, and that's go to dance class. 
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U. THE NEED FOR PEDIflTRtC HOME CRRE: 
AN EKPOSmON OF ISSUES 



In th« process ofpreptilng this report, dozens of In-depth Interviews were conducted 
by raring Institute staff with those UJho proulde care to technology dependent 
children. Family mambars, physicians, nurses, therapists, social worters, and others 
inuoluad with the day-to-day tare of these fraglie Infants were asked for their uiews. 

The interviews were conducted in 10 states - Rrtzona, California, Connecticut, the 
Olstiict of Columbia, IHlnois, Maryiand, Michigan, New Vort, Pennsyiuania, and Uirginia. 
These 10 states account for roughly half of all the nation's OMpenditures on health care. 
They account for about 50 percent of both th& Medicare and Medicaid programs. 

Our analysis of these interviews are encerpted here. The authors of this report were 
amazed at the similarity of the responses. There w iS a high degree of consensus 
among those who were interviewed on almost euery issue. 

This consensus is reflected in the comments and conclusions that follow. 



R. MOST COMMON D1Q6N0SES OF CHRONICRLLV ill CHILDREN 
UiRO RRE CRNDtORTCS FOR HuME CRRE 



Recording to the mecJlcal OMparts Interviewed, the longest single category tf chronically 
ill children results from premeture births and low birth weights. Soma of those 
interviewed indicated this factor could be responsible for as much as two thirds of the 
total. Others were more conserve;:- e, but almost all agreed premature birth was a 
contributing factor in at leest 50 percent of ail cases. The majority of the remainder 
ar<; bibles who were carried full term ant: yet deueiolped congenital anomalies, such as 
jsthma, rystlc fibrosis, immune deficiencies, and the nice, and accident ulctlms. 

R good numbe/ of the children heue feeding problems, problems with their cardlo- 
uescuiar system, juuenlle diabetes or neurological diseases su^h as muscular dystro- 
phy. 

The challenge for .nedtcal scltnca and caregiuers is that chronically ni chlidreri are iilcety 
to suffer no* only from one of the aboue, but more lllcely they ujill face three, four or 
flue majo/ "•''^hiems. Rs i)r. Uflillam Purdy noted, they are twice or three times as 
compleH *o manage c< »re normal children and they require a good deal more time and 
attention. 

One of the most rapidly growing classes of chronically ill children are thos . Uiith RIDS. 
Recording to the Center for Disease Control, there were only ebout 400 confirmed cases 
of pediatric RIDS in the tJnIted States as of January 1987, and about 60 percet;: of these 
children haue died. The care of RIOS patients Is a iTioJor challenge to the health care 
system, euen more so when It Inuolues children. Since such a high percentage of these 
children die, the case of pedl&tric hospice care becomes stronger with each passing 
day. 
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I. MOiNCES IN nCHNliaCf CiEiHI THF phoilem 
iNI iLSO HELPS lEFINE THE S6LIITI0N 



Tilt divalapmaRl af maiam tachnologsi htt belpti t9U9 tht lives of thousands of 
fnftKtt uiba prtvi«iiti)| Ufauld hava diad. Jytt tiuant]| yean age, infants bom premo- 
tura uilth birtk malgbtt at thraa pounds or bateiu luara oct glvan much of a chance. 
Todag Infants nilth birth lualghts as loiu as 2 pounds wre glvan a better fhan even 
chanca ta survlva. 

This Ufa saving tachnolagy, which Is coinparatlvalg naiu to the hospital, has fn recent 
^aars baan mada tmaOar and mara partabia and cenvtrtad to battanj operation. 

It itias the consensus of thos« intenileiued thet slmller edvences In technclogy will 
continue to occur into the ferseeabie future, maiclng It possible for still other thousands 
of youngsters to turvive. 

The besic Kiblem with respect to chroniceliy III Infents Is thet the policy has not kept 
up with the cheoges bi technelogg. 

Hccordlog to Or. iobert Kettrlclr, the reel chellenge is not just to save and OKtend the 
lives Of these gooogsters, |t is to oKteod good queiitg Ufe. He swid the technology turns 
out to be the eet9 pert. *The dlfflcoit part is developing todni systems to elloiu these 
children to hove e good quoUtg of Ufe given thet theg ere attached ta the technology.' 

The physlcloAf teterviewed egreed the* technology end the provision of medical care to 
the chroniceliy dlsebled Infeot populetloo wes e good investment in the future of the 
tfotlon. They noted thet meny times such Infents outgrow their dependency on the 
technology end leed perrect:y normel lives. They note thet so'^lety hes no choice but to 
care for and essist such youngsters, perticuierly since it is Impossible to tell which of 
them uilH grow into e future scientist or leeder of the nation. 



C. TIE PRIMHRV EMOTION OF fSRENTS tUITII 0 OlSflBLEO CHILD: 
FE8R RNO FRCSTROTION 



From the moment e child is bora with e disability, the lives of the p8ren;s ore changed 
forever. There wes e consensus emong those Intenilewed that the primary emotions 
during the hospital stay were fear and frustration. 

Mrs. Brenda Buckholtz puts it this way: 



'I wes ^ ^rrlfled. i wes enpectlng big healthy bouncing rjObies, not mlnlalure size, 
find what 1 sew wes a shocic. 1 meen there were machines going off everywltere 
and they were so tiny, end their skins were transparent sc that you couU see 
their veins. 

'I was tenlfled. They hod wires everywhere and they were bruised... I couldn't 
stay. I cried. They had eMplalned to me what I was going to see. but nothing can 
prepare you when you see your own babies luing there like that.' 
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Some parents continue to Hue In fear euen ariei" the child Is sent home and is receuing 
hom^ care senifces. 

flsked If he was afraid, Mr. Donald Oaks responded: 

"Vaah, I tuas at first. Like the first time we changed the trach oursetues here at 
home. It itias scaii|*. 



Mrs. Michelle tarcllft said, *l was thrilled to death to know that he tuas coming home 
and at the same time terrified because : knew there were going to be a lot of things 
that had to be done and I am not a nurse.* 

Mrs. Sandy R^ckeweg said: 

"I tuas afraid I tuasn't going to be able to handle It. The first time Jeff came 
home, I tuas his enig caretaker. My husband tuas gone for seven months, doing 
work out of teain during the week. So I was Jeffrey's only caretaker plus I was 
cering for his olifer brother.* 

Mrs. Rngie Bachschmidt answered along the tzmt lines adding, 'There tuas no one I 
could turn to to help ma..Jt tuas awful.* 

Mrs. Margaret Mature agreai by saying she iLas 'tenlflad.* tUhen asked tuhy, she said: 
'Uiell, there ware a lot of responsibilities and we had to learn how to take care of him. 
He tuas on qnlte a bit of equipment, and he was en It 24 hours around *he c*ock...so 
there were a \o\ of things that we to learn.* 



0. CKITtltlll TO IE DSEO TO DCTE8MINE tUHEN 0 CHRONICAUV 
ILL CHiLd CRN IE 0ISCMRR6ED INTO HOME CRRE 



There was agreement among the medical aod nursing professionals Interviewed as to 
the criteria which should be used to determine when a chronically ill hospitalized child 
was ready fdr?)ome care. 

They emphasized flue essential elements: 

1. R child must be medically stable. One doctor put It this way, 'If a child Is 
medically stable, then yok* can moue Jifst about anyone of them home.* 

2. The transfer of the child to the home care setting mutt offer the child an 
improued quality of life. It should afford the child an opportunity for growth and 
deuelopment which Is not possible In the hospital—an opportunity to lead as 
normal a life as possible under the circumstances. 

3. The transfer of the child to the home care setting must be an acceptable risk. It 
must be safe. lUhateuer risks there ere must be small enougo to be offset by the 
a^uantages of hauing the :.nlld home. 

4. The family must be fully Informed and willing to take jn most If not all of the 
child's care. Some eHperts were of the opinion that this tuas the most important 
factor of all. Said one eHpert. 'The family's lojt and support and Its willingness to 
take care of the child Is the key factor to be eKamlned.' 
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5. Ttiere must ba •dequste community support aualtable. No family can provide by 
Ittair all tha support that the child fonnerly receiued in a hospito;. The child mill 
contlnua ta iiaad madic«: and nursing care, therapy of one kind or another, 
equlpmant, drugs, supplies, and other assistance. Tha family itself uiiii need 
ralnforcamdnt and encouragement. II decision must be made that these supports 
are m place uilth in the community. 

Commenting on the ebove. Or. Shebino said, *tUe look at euery child as en indluiduai and 
eueri| program is tailored uer^ specifically for this child and each family * 

Or. Hertlina agreed, and said *the most Importent element is people mho are com- 
mitted,* he said. 

Ms. Nancy Uleinstock, then co-dirt ^tor of Children's Hospital National IHedlcal Center 
Home Cere In Uleshington, OC, sur med it up by seying: *i think the child must be 
medically stable so thet It Is sefe for him to be cered for at home. He has to hsue a 
family mhc Is eble, both Intellectiielly end emotionally to take cere of him at home, and 
there hes to be the support In the home end In the community mhlch eliouis that to take 
place.* 



E. MOn FAMILIES lUIINT THEIK CRILDREN NOME: 
•RE THERE TIMES IDHEN CHILDREN SHOULD NOT IE SENT HOME? 



The consensus of the eKperts Is that most femilles uiant to take their children home 
with them. Or. Kettrlck said M best: 

*lt tekes e lot of fighting and scraping to get that put together, but once those 
funds are euellabia, most families mill In fact take their children and are so 
yieased with heuing them home Ihet they uiHI not bring them back to the 
hospltel*. 

Assuming the child*s medlcel condition \t medlceliy stebfe end the family is milling, the 
child should jimost elmeys ba sent home If edequete community support is aueiiable 
because the benefits of heuing the child In the home oLuironment ero so substantial. 
Or. Shebino oKpressed the consensus thet *occaslonaiiy, you mill find a situation at 
home mhlch mill not ba conduciue to sending the child home, but this Is the rare 
oKceptit^n.* 

The key determtnent In the decision not to send a child home In the rare instances mhen 
such a decision is mode Is the family itself. There are e small number of families mho 
either cennot or mill not cope mith the burden of caring for their chronically ill children. 



F. MAJOR OBSTACLES TO HOME CARE FOR CHRONICRLLV ILL CHILDREN 



There mas a cleer consensus as to the major Impediment to caring for chronically ill 
children or seuerely disabled at home. The obstacle listed first by most families mas 
lack of funding. Femilles spoke of the leek of funding support trom any and all tources: 
states, prludte Insurance end the federei gouemment. 
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Mrs. Connie Fischer of Michigan said: 'I Just feei that there are so many barriers to the 
issue or home care, i feei like wis hue in this high tech age and children are being kept 
allue In neonatal and all this progress that tut are so ewclted about, has brought us 
spesfal problems...No matter inhere you turn there are barriers mhether It be financial 
or euen if tha finances are there, the services are not auallable for purchase.' 

Mrs. Flschar toid the House Subcommittee on Healtir and Long-Term Care that her 
daughter does not qualify for Medicare, that they could not qualify for Medicaid 
because their Income ieuel mas too high and that though their priuate insurance mould 
pay for 364 days cf care a year In either a hospital or a nursing home, their home care 
couerage mas limited to $1D,DDD a year. 

Mrs. Michelle larcllft said that this situation puts 'people In a position of literally 
becoming liars In order to survlua.* Many families haue to dluest themselues of assets 
In crder to qualify for benefits under the Medicaid program. 

Or. Richard Lemon said, 'One of the largest obstacles is funding. Ule haue large 
Increases In the technology and the t'lence of medicine. The application of science is 
eKpensiue.' 

Problems In trying to obtain financial help forced the Bachschmidt family to moue three 
times into three different states In the first tmo years of the life of their chronically III 
child. 

Mr^. Kcr'n Shannon agreed that funding mas the number one prohfem: 'Funding Is the 
bigqest challenge, because If you don't haue the funding, you do not haue the ability to 
glue your child the quality care that he/slie needs.* 

Or. Shabino had this to say: 'Finance has been the major stumbling block in trying to 
get these kids Into the home vetting and ft Is uery frustrating at times because me 
knom from a medical and from » social standpoint that home is the best place for the 
child to be.' 

UJhen asked about the burdens of caring for his son, Mr. Oeuld Buckhoitz said, 'The 
burdens basically haur been financial and emotlonal...the financial burden has been 
ewtraordlnary to say the least.' 

Mrs. Reckemeg said that funding mas 'the biggest and really the only major problem' 
that their family faced. 

Or.Hartiine also listed funding as the najor obstacle. He offered ewampirt of Insurance 
companies that mould aliom children to stay In the hospital untH they I.ad ewhausted 
the upper limits of their policy's couerage rather than spend less to care for the 
kids at home. 

Or. SCettrIck said that the problem from the point of uiem of state and '.^e federal 
gouemmentt sprlnos from their experience mith entitlement programs, mhich in some 
instances haue become uery ewpensiue. He ment on to suggest that there should be a 
federal entitlement program for technology dependent children and for children mith 
chronic direases. 'I think that mould be good for society, it mould be good for the 
children and good for the economy.* 

Or. Oauid Hirsh said that part of the funding problem is that some policy makers ask: 
Hom can you Justify the use of scarce resources to care for chronically ill children many 
of mhom haue short life ewpectancies? Dr. HIrsch's respohse mas: 
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'Who's to toy who's ffcJng \o Hue ond who's to die. Rs a physician, and 1 think 
most physicians would agrae, I Just want to enhance the quality of lire wheneuer 
possible end e lot of the time, uie don't knou whet the final outcome will be.' 

Most phuslcles^ egree^ thet It Is uery difficult to predict the degree of deu«jlopment of 
a child. Moreeirer, no one Is erguing thet eothenasia Is an accep2eble altematlue. 
Sluen this feet the choice Is limited to: <e) neglecting e child by withdrewing s'jpport, 
(b) keeping the child la en Instltutloii, or (c) melntelning the child et home. Since (a) 
above is raallg e pest, je form of mercy killing, the only reel choice Is whether to care 
for the child in en institution or et home. Ulhen this Is the choks, the care of the child 
at home hes euerg edpentege from the point of ulew of soclets es welt as the child and 
his family. 

When esked to list other obstecies, seuerei people listed prejudice of physicians and 
hospitals es e mejor fector. Mr. Bechschmldt said of one physician: 

'He told us uie were crezy. Vou don't know uhat you're asking far and he said 
that this Is something thet will toluily ruin your family.* 

Mr. Bechschmldt edded thet the ettitude on the pert of the hospital personnel was 
similar. 'They didn't euen mention home cere until we started asking can we bring him 
home, nt thet time we were pretty much told that we might as well glue it up. That it 
wes e fight that we couldn't win.' 

Mrs. Meture mode the seme point: *fl lot of people told us thet we were crazy for 
trying It.' She eictended her answer to include friends and relatiues who eduised 
against trt^ing to bring their youngster home. 

Seuerei of the physlclens stressed thet the technology which allows these youngsters 
to be cored for et home is fairly new ohd needed greater emphasis within schools of 
medicine. Meny physlclens are not familiar with It end do not understand the degree of 
sophlsticeted care which can be offered In the home setting. 

Another obstecle mentioned wes the lack of p*^perly trelned nunlng end support staff. 
This was described not es e general problem but one affecting certain parts of t'le 
nation. Neuertheless, eimost ell pertles agreed on the need for greeter education of 
nursing persontiel or< the care of technology dependent children. 



C. MOn MIIJOR MtUltnl PLANS SOLO BV GOMM£RCiftL INSURERS 
RRt INRDtQURTE PROTEGTiON FOR TECHN0L06V 0£P£NO£NT CKILOREN 



For the most part, families who were inte;ulewed were quite negatlue about their 
insurance couerage. They felt that the policies were inadequate and that they were 
interpreted more restrlctiueiy than required. Some insurance companies were praised 
In the course of the Interviews, but these were the OKceptlons. 

One of the Insurers prelsed was Blue Cross/Blue Shield uf Pennsyiuanla. Or. Kettrlck 
said thet they heue 'uniformly couered' uen:iletor-dependent children. 'Wr came 
away with en errangement with Blue Cross of Pennsyluenia that by and large allows us 
to take care of uentiiator-dependent children at home.' 

The RFTNR Life Insurance Company on the t>;hole receiued high rnark^ for their indiuiduoi 
case management program (iCM). in the words of RtrNR's Or. Thomas Culley, the iCM 
program allows the 'physician and health care personnel to tell us what sort of leuel of 
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care the patient needs and then u;e can modify ourselues to meet the patients needs 
rather than haulng to modify the care to fit predetermined programs. 

Most of the families Interviewed ware less enthusiastic about their Insurance policy. 
Mr. Scott Russell seld he knew of • child who 'has eHhausted about $1 million of 
Insurance sitting In the hospltel melting for the company to sea the light.' 

Mrs. Deborah Voung said that her son had already gone threagh tti insurance policy 
worth about SI million. In other words, the policy had a ilfatlma limitation on what it 
would pay to any one individual of SI million, and the child reached that level In the 
first year of his Ufa. Rs a result, ha mould no longer qualify for Insurance with th)t 
company and depending on the time frame and the tHtent of any pre-exlstln;) 
condition, might not be able to purchase insurance from any athor companM. 

Mrs. Hockaweg said that 'Jeffrey's Insurance ran out when ha wes ebout nine months 
old, end uie were In a reel dHemme beceuse we were told thet he would never have 
Insurance egalf*/ 

Mrs. Shannon said thet her daughter, Erin, has been covered not under one, but three 
separate policies: 

'My husbend's company has changed cerrlers three times. Thet hes been, 
basically, ocr caving grace. That's why we've been eble to heoe so much covered, 
because eech time the insurance cerrfer chenges, then ycuVe able to obtain 
whatever their moHlmum Is. So the first one covered epproMlmeteiy SI million. 
The second covered ebout e helf, end then we're at ebout S200,fl00 or S300,000 on 
this policy.' 

Mrs. rischerhed e policy that provided home care until that policy was changed, it stifl 
provided unlimited hospital coverage up to 354 days a year, but capped any payment 
for similer services at home at e moHlmum of <1 0,000 a yeer. 

Mrs. Fisher esserled that Insurance companies are playing e cynical garr.e In that they 
are betting femllles won't leave their children In the hospital. She claims the companies 
are gambling that femllles by end lerge will tnent to take their children home at any 
cost—even If It meens settling for meager payment under the termt of e policy. 

Mrs. Russell seld: 

'Vou are really faced with e choice whether to leeve your child In the hospital where all 
the bills are peld, or whether to bring him home and all that entails knowing that it's 
better for your child and better for your family end pey In my case, four and a half 
times my Incame out of pocket and pay for the Insurance besides. I'm bringing this kid 
home no matter luhat and If 1 have to quit my Job and lose my Insurance, she continued, 
fVe'II have to do thit because It's too Importent to leave him In the hospital.* 

She said that dealing with the Insurance company uias the greetest frustration they 
have had. 'Uie had to get a lawyer to get our home cere bills peld. Ule still owe over 
S100,000 worth of bills that.^the insurance company Is supposed to pay, that they have 
shredded, ignored, and they will not even let us talk to anyone In the company about 
the situation. I would say that has been the biggest stress.' 

'It Is like banging yourheLd against the wafL.all that we need Is the financial stability 
from the Insurance which Is what you pay for insurance for; to be able to have him In 
dO approprlatt setting at home where he's cared for in safety end not by two zombies 
who have been up all night.' 
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Mrs. Fischer summed up the eKpenence of many parents with the luordt: 'It's not in 
the contract. Their excuse for not paying becomes, it's not In the contract .* 



FOR CHRONICRUV III CHILORCN 



The experts !Atenileu;ed In the course of this study luare In agreement that a hospital Is 
no place for a child to llua. Even under the best of circumstances u;ith the best possible 
cora, a prolonged stay In the hospital u;iil mean the child's deueiopment luui b3 
hindered and the family will be torn apart. 

Having tha child in the hospital Inhibits bonding u;lth his or her parents, it produces 
stress, and sometimes leads to medical complications u;hich result from the very fact 
orhospitallzatloa. 

Soma or those Intervleiuad also suggest that keeping a child \h « nospUal who could be 
home is • uloletlon of hH or her cluil rights. By analogy they arguk that the U. S. 
Supreme Court has ruled in cases of indlulduals held In mental Institution's t^at they 
have a Constitutional right to care and treatment in the least rcstnctiue environment. 
Thay balleua the conttltutionil principle ivlll be applied to chronically ill children with 
even more force. 



Tha key aiamant in this litany of concerns Is the development of tha child. Or. Cuiley of 
(trTNR emphasized this point: *Ttie home is so lmport««At to the child. Ttie continued 
growth and development of a child can be hindered by continued ;iospitaiizatlon.* 

Dr. John FInnagan said that hlldren who are hospita*lzed over the long-term are *yeart 
behind* their counterparts in davalopmenL Ttiey may also develop strange aberrant 
behavior to gat attention.* 

Mr. Bachschmidt talked about his son's eNparlenca: *l do not like to say It but before 
ha came home, ha was a vegatabia. Ha had no knowledge of anything, rii ha had seen 
wara four wl!)s. The only •tilndotti ha had was a big bay window so that the nurses 
couid sea him. Ha was In an Isolation rion In tha Intensive care unit.* 

Me contrasted this axparlanca with results a few months after the child was sent home. 
Me said, *Rsk him where his eyas are. ask him whers his nose is, ask him where Ms ears 
are and ha can tali you. Before ha couldn't. Rsk him to say love. Rsk him to give you a 
hug and give you a kiss. Ha'U do it. Before ha couldn't.* 

Mrs. Deborah Voung said her child suffered from Hlrtual sensory deprivation having 
been In tha hospital so long. She said that whan they brought him home they s^o•ved 
him a tree and that *ha was afraid of It at first.* Pther parents talke^ ibout the fact 
that In tha hospital the children were deprived of sights and smells and sounds ivhich 
are absolutely necessary to their growth and development. 

Mrs. Buckholtz summed up the feelings of many parents In response ta the question of 
tvhy they brought Brandon home: 



t. Danalopmant Hindered 
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'I think tht numbtr on« rttson it btcaute ht It our ton. Tii» tfecon0 reaton tuat 
bacauto sowhara alsa could Brandon heua half the chance that he hat being at 
homa. inttltuUont tn| hard, but they can't care for a child the way that parentt 
can. Thay can't avan tuparvlta him tht way parentt can. 

Ha wautia't datfalap mentally. Thay jutt cen t glut each child all that they need 
amotlonany end deuelopmenteliy. There ere Jutt not enough people to do that. 

nil w mented for Brendon t^et for him to heue the bett pottlble chence to 
feeding e nannel life under thr circumttencet. end the only luey we could do It 
wet te bring htm home.' 

Mrt. Bartlirt tald the biggett problem the hed with her youngster being In tht hotpital 
wat boredom, tht lack of mentel ttlmuletlon-*'For her and for m<. Thote blank facet. 
There wet no give end teke, no life.* 

Joe Millar, an accident victim, met etked about truing In tht hotpltel over the long term 
and hit ptychologlcal attitude. He ratponded: *l wet bored out of my mini.* 

Mrt. lechtclunldt teltf thet Robert met left to He In bed by himtelf day In and day out. 
*He wet In the Intentlue cere unit e;id he met In thit Itoletlon room ell by hlir.Yelf..,the 
only time Robert ever hed cempcny wet mhen he needed to be fed or heue hit dieper 
changed. There wet ne communlcetton there.* 

2. Condlng inhibited 

A number of ONpertt mode e tpeclflc point thet prolonged hotpltellzetlon ected to 
prevent bonding between the perentt end their child. ThIt feet, they sold, hat teue<'e 
Impllcetlont et for et the future development of the child. Acceptance at part of the 
femlly unit, teld the enpertt, wet vital. 

Or. Sh&bino told bending It dlfflcu't If not Impottlble while the child It In tha hotpttal: 
*They ere never teperated by themtelvet. in other wordt. there It alwayt tomebody 
elte running eround and Interfering tuch at the nurte and the medical ttoff. It it not 
the tame at heving the child et home.* 

Mrt. oakt tald: *ftll the time thet Melltte wat In the hotpltel end they were caring for 
ner, therrwet elweyt e teperiktlon betwoen ut end 1 never really felt like 1 wat her 
mother. There wat ihat tep«ration« Once 1 brought her home end they let me have her. 
t felt like the met mine egeln, end the whole feeling between her end me wat jutt— I'm 
reelly thenkful. t cen t Imeglne whet It would be like If wa didn't have her home.* 

Mrt. Reckemeg teld: *1 wet ebtelutelg ebtett»d with getting Jeff home. He hed tpent 
many, many montht there end we reelized the hotpltel wat raiting our child. iUhen you 
heue e child wbo't in the hotpital for thet long, ettkedelly In the intentive care unit, you 
tort of lo<a your perspective thet he It your child. Becevte you cen t even give them a 
hug In private. Vou elweyt feel thet the door hot to be open. 1 winted to ralta my own 
ton.' 

Mr. Ralph Clary detcrlbed hit OKperlence hit wey: *k.efore he came home, people would 
atk 'what Ik It like to be e perent?' 1 reelly hed trouble antwtrlng lha quettlon. I 
wanted to be optlmlttlc end to toy ell the right thingt, but 1 didn't feel like e parent. It 
Jutt watn't in me. 1 Jutt tald the utual thingt, but I felt like a vltltor and not a parent. 
Then wuon he finally came homa, 1 finally felt like a parent and all thet goet with It. 1 
ttartad thinking ebout the retpontlbllitlet and the Joyt. It wot wonderful. It wat 
wonderful." 
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3. II Hospital Can Sa a Nagatiua Enulronmant 



It mas tha consansus of aHperts that for all Its life sustaining talents, a hospital can be 
a d'tngarous place. Children lulth tracheostomies ar> highly srsceptible to Infections 
Hospitals may aNposa children to much higher risks of ^nfect^on than if the child li^ed at 
:)oma. 

Psychologically, a hospital can be depressing, especially If one's stay there is long 
term. Mrs. Sarcllft put It this luay: 'The hospital luas really depressing for .ilm. The 
stay u*as sauan months, luhlch luas e long, long time. It lues far aiuay and it mas 
difficult for his friends to get there/ 

Stephen Brouin, luho suffers from musculer dystrophy, described the difference 
batuieen being et home and being In the ^lospltai. 'tUhen I am at home the nurses knoui 
ma end they're my friends. In the hospltei. It's different. Vou don't really feei that 
may. Vou don't feel much like yourself. It is a uery sterile enuironment in the hospital 
and uery tiring to stey there. 1 em more susceptitle to getting colds and ulnises in the 
hospital than I am at home.' 

Ms. Bachschmidt said thet Robert's 'leg got broken tmica in the hospital Just In 
changing his diaper. It hasn't happened since..the care he got mas good care, it's Just 
batter at home.' 

Mr». Clery said the hospital u/es e negatlua enuironment psychologically for both 
parents and their children. Asked to describe mhat it mas Ilka, the sold it mas uery 
trying. She spoke first of the problems fighting traffic golna to end from the hospital. 
'Hnd than you're there matching other babies dying or metchlng other babies go 
through all kinds traat:nents end things to keep them allue...lt Is Just uery hard to sit 
there and match ell those other babies poing through ail these terrible things thi: 
happen to them/ 

Mr. Russell described mhy he betieues the hospital mas a negatlue enulronmeitt for his 
youngster this may: 

'In the hospital tr.e parents are ulsltors, which Is an odd situation, you're really 
not raising your child. Vou're subject to the hotpltai's rules. It's the hospital's 
authority structure that determines mh ' mill happen to your child, not the 
parent. 

Rs for as the child Is concerned, 1 thlnk--rm not certain— i can speak to mhen he 
mas an infant. The enuironment is not. 1 dsn't think, real suitable for an infant, in 
tho hospital. Oanlai " his morid mas Jur* a little area. He mas on an eight foot 
long hose. So he's Just In his eight foo long seml-clrcle around. He iiued in his 
crib. He spent most of his time there. Cuerythlng and eueryone came to him in 
this little erea, tha doctors, the nurses, parents, lunch, dinner, medicines. 
Cuen^thlng mes brought to him In his ;::tie eree in the hospital. And he fles on his 
back in the crib most of the time or an adult mould hold him In their lap. 

Rt home, he ;an go Into different rooms. He can be — you knou;-' in the kitchen 
lunile y3u're making dinner, matching you mork. He can crami on the floor. His 
morid is Just much eKapnded here.' 
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Mr. Buckholt? addid: 

'In tht hoipitel, you hod children In Isolation mho mould cry as long they manted, 
but they mere being fed on e schedule. They mere being cared for on a schedule. 
They mere being loued on • schedule. 

'The thing Is thet mith hospltellzetlon, you Just don't haue the one-on-one type of 
cere. Vou don't heue the kind of loue thet you need. With Brandon, mell, ho mas 
being pulled eround in e little luelker. He masn't malklng for himself. No one could 
chellenge him to try to stand up for himself oKcept on rere occeslons.' 

Or. Ketthck offered this comment ebout the reletlue sefetu of hospltel care uersus 
home cere: 

'The home can be just nt sefe end perhaps sefer then it Is In the hospital. There Is 
no question In our eKperience thet If me trensfer uentlletor dependent children to 
a home enulronment, the frequency end seuehty of infections goes domn tremen- 
dously. The hospital It e dengerous piece to be if you heue e trecheostomy or an 
artlflcel elniiey, or need e uentlletor beceuse you ere nom OKpusIng the child to e 
community thet tends to get petlents mIth rather bed Infections.' 

HAIIIN6 n CMILO IN THE HOSflTHL FaSHCS FHMILICS WJIIIT 

In eddltlon to Inhibiting bonding, heuing e sick child In the hospltel for e prolonged 
period cen heue eduerse effects on the femlly. 

Mr. Clary said It this may: "lye mere trying to te^ee off mork es much es me could to get 
domn to the hospital, end reelly it Just completely turned our Hues upside domn for that 
period of time, end me lueren't heppy mith the may euerythtng morked out.' 

Mrs. Russell telked ebout hom difflcult it mas not to be eble to heue her family together 
for Christmas, 'in the scheme of things, me mere glad to haue him eHue, but it hurt so 
much mhen one of your children Is so sick thet you can't euen be together for the 
hollday...euen on Christmes only tmo edults mere ellomed In the hospital mith him at 
any one time. lUe couldn't bring Mergaret in et ell, so me couldn't haun our kids 
together.* 

Mrs. Bechsmidt seid: 'I think personelly, thet It s en injustice to the femHIes to keep 
chHdren like this in en institution or In e hospital and not make auenues euailable to the 
family to become united egein especlelly mhere It s seutng money.' 

Or. Ketthck sold prolonged hospitellzatlon results in a usurpation of parental authorfty: 

'iUhen you ere deeMng mith e hospital, you ere dealing mith a uery strange 
enuironment, and it becomes difflcult for the siblings end the parents and the 
mhole femlly to melntain their leuel of authority oner the child, other people beqin 
to pick up that euthorlty.* 



I. n SHORT LIST OF THE RERSnNS THRT HOME CRRC 
IS MORE ROURNTII6E0US FOR CHRONICRLLV ILL CHILDREN 



The oKperts Interulewed In-depth !n the course of producing this report mere 
unanimous In their conclusion that home care mas highly to be preferred ouer the 
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aiternatlueof keeping chronically III children In e hospital or other Institutions. 
Foiioiuing Is • list of some of the reasons gluen: 

1. Tile Cert et Home Is Just as (ood or Better than In e Hospital 

Dr. Kettrick sold, 'The home cen be Just as safe and perttaps safer than it is in the 
hospltaJ^our experience It thet in terms of infection, in terms of nutrition, and in terms 
of the child's deuelopment, including cognltlue deuelopment, the home is a better place 
than the hospltel.' 

'lUe can proulde the child with the seme ieuei of cere at home that you can here in the 
hospital, end w would much rather do It et home and in f ennsyiuania, by and large, we 
haua hed the flnenclol ratourcet to put together e package thet would eliow these kids 
to go homo/ 

Ms. Uieinttock sold: 'Children do better et home. Their femliles do better. The kids 
ieem moro, they seem to make more gains Just being in e home anulronment. No mat- 
ter how much we try to set up the hospltel room, it is never like being at home.* 

Or. FInnegen sold he feuors home care 'beceuse 1 feel that they (families) can actually 
do as well et fer es their medlcel cere and 1 think the children grow up to be better 
people.* 

Dr. Shabino said: 'W haue repeetedly demonstrated with our kldt thet nurturing is 
much better In the heme then It Is In the hospital setting.* 

Or. Purdy put it this weg: *l think that most families, gluen tho opportunity, the 
educetlon, the funding, and the backing, would probably do a much better Job than the 
hosplteis end thet It not to say thet the hospitals don't do a good Job, but it is Just 
better for the children with their femliles.* 

Dr. Culley sold: *1 think that up from the early part of the 20th Century until the last 
few yeert, heelth cere hes been so hospitel-orlented...thet we haue unfortunately, 
equated hospltel care with better cere...we recognize that hospitals do not necessarily 
proulde e better leuel of cere for cerlein kinds of patients.* 



The physlclens Interviewed described seueral cases of dramatic recouery or deueiop- 
ment In children who were not doing well In the hospital once they were sent home. 
Or. Kartllne described one such child end then steted that he does not agree wMh those 
UJho might suggest such deueiopment would euerhrue occurred in the hospital. 

*i don't beileue It. I think the major ingredient In that child's getting better was not 
Just the coincidence of time, 1 think It was the difference in the deuelopmentai and 
psychological anulronment that can only ba produced by the home.* 



*you got to the point*, Mrs. Oeks said, *where you Just couldn't stand to go 'q the 
hospital another day. The routine Is Just so demanding and ouerwheiming. it's Just 
much easier hauing her home than In the hospital.* 

Mrs. Cannon said: *Kaulng him h,ere, 1 can spend all the time I want without worrying 
about going to the hospital, because whan 1 do get hon.s, I know that he Is going to be 
at home. 1 like It a lot better hauing him at home.* 



2. The Home Offers e Posltlue Heeling Enulronment 



S. Heuing the Child et Home Reducet Street 
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Mrs. Ruttail ttld: *i fttl that there it no tietter eltemotlue for Daniel or for us. If 
Daniel ware In the hotpitel, I u^ould h^ua to split my time tietu^een my tu;o children.* 

*lUe'rt • family aaiv.* Mrs. iechschmldt seid. *l cen get up in the morning and go In the 
bedroam e»4 fag good maming ta htm insteed of heuing to u^elt until 6:00 o'clock In the 
euenlng ta go see him. The girls gat ta pass tiy his ream end sey Hi, Rotiert', in Che 
mamlngs. lUe get te eet dinner end pley u^lth Ratiert. 1 meen. we're e family now. 
Ula'ra net tarn epert. lelng tarn epert cen da a lot. It takes e big tall on a life. I think 
It's wonderful heuing tim home. There's e big dirrerencw, big difference.* 

4. Heme Cere lids e Child's Deuelepment 

nil of the perents Interviewed seld thet their child had eduenced deueiopmentally after 
coming home. The word used most frequently to describe this progress was 
'dramatic' 

^e physlciens intenilewed egraed with the essessment. lUhen esked tn OKplaln It. they 
seld thet the (tome Is e uerg posltlue end therapeutic environment which elds the child's 
deuelopment. 

Dr. HertUne seld: *Ulo heue e lat of things ouar there, but there Is nothing that you can 
do to meke this Institution into a home.' He edded thet when home cere hes been 
arrengedt 'Ttie child mekes incredible edaptetlons into the home sltuetion^both 
physiologicelly end mare Impartant deuelopmentelly.* 

Dr. Ketthck seld thet physlclens heue mode the mistake of dismissing the potentlel of 
thes"* ..Idren. Ule oftsn sey, 'thet this child does not heue eny deuelopmental 
potentleit lei's not put rasourcev Into the child. UJe heue been frightenlngly wrong. lUe 
heue hed these children grew up end be cognltlueiy eduenced. And so, 1 don't think eny 
of us ere good enough to meke those kinds of decisions.* Dr. Kettrick described seueral 
ceses. Including one child who went on to be eppolnted to the Netionel Scholestic Honor 
Society end enothar who become e uery telented ertlst. He seld home wes important 
'not Just in OKtendlng life, but In prouidlng these children with e good queSJty life.' 

Dr. Purdy described enother child nemed Eddy ,seyin9, '1 really feel good because of the 
rapid strides thet he mode, that It hed to be beceuse of the home situation... there 
werr meny things thet Eddy hed to leem es a four and flue yeer old that he normally 
would heue leemed es e twa or three or flue month old.' 

Dr. Shebino described seueral children who made dramatic aduances after they were 
placed Into the home setting. He seld: 'All of our kids surprise us because when they 
go home, we kind of wonder whether they will continue to make strides and each one 
of them has. 

'1 don't think thet there Is eny question whatsoeuer end we duplicate this obseniatlon 
In euery child thet we haue sent home..you can accelerete his deuelopment messiuety 
not only In terms of Intellect, muscle and motor tone, but also their medical status. 
Most of these kids heue some form of respiratory problem. The kids that we haue sent 
home heue shown merkeJ improuement. 

'This reflects the fact thet there Is more nurturing going on and their nutrition Is 
better. They feel better. lUho knows? lUe don't know the answer, but medically end 
deueiopmentally, they Just blossom.' 
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Or. Shabino concludes: 'fill of these children haue made tremendous deu«lopmental 
gain since they haue gone home and tha reason for that Is the normalcy of the home 
nurturing enulronmant uihlch me cannot duplicate here In the hospital setting no matter 
houi much uit try.' 



The issue of cast offactluanass Is traaiaJ alseuihera In this section and In this report; 
houiauar. It Is a racurrtng theme among both family members and medical practitioners. 

Or. HIrsch said: 'There Is at least one tatter way to take care of these children, and 
that's at home uihafMMar possible. If I was tha head of an Institution, I would sit down 
and Just think about a child on a respirator, for ONampla, that i could reduce costs by a 
factor of 10...1 could keep tha child at homo, keep tha family unit together, get the best 
possible medical cara, and tha best possible quellty of life for the child.' 

Tha consensus is that cost affedlueness cen be served In euery cese by bringing a child 
home, but that t^ia decision should be dicteted not by costs, but by whet Is best for the 
patient. The question should be: How cen we Insure the best quellty of life for the 
child? The enswerls unluerselly: send them home and keep the femily unit together. 

No eHompias ware found where home care costs were more then hospital care. 
Typically, home cere costs only 1/4 of hospital care. 8ut euen hypothetlcelly. If e case 
could be found in which home cere costs were higher than Institutional costs, tha 
consensus emong the OMperts wes thet It would be worth It beceuse. In the wor^is of 
Mrs. FIschen 'The home prouldes a better quality of Ufa for tha parson, that's all tnere 
Is to *hat.' 



Freedom Is one of the ^ost Important words in the English language. It Is. after all, the 
estance of ftmerlce. Rs far as tha families and medical eMperts were concerned, there 
was no aHcusa for 4epr1ulng chronlcelly Itt children of their freedom. 

The thought of e child being confined to e crib or to o tiny part of a hospital room boun 
by wires end tubes is especlelly abhorrent if the child can haue freedom — a chance to 
liue at home with parents end siblings and be assured of requisite medical support. The 
consensus Is that in most cases, a child, once medically stable, can be cared for as well 
or euen better at home. 

Mrs. Cannon said of her son: 'He has got a tot more freedom here and he gets a lot 
mere attentlon...he has freedom to do what he wonts to do; he seems to be doing a lot 
better since he has been home.' 

Joe Miller, e petlent In e hospital for seueral months because of an accident, talked 
about how he felt about being home: 

'Vou haue that freedom aguin, and it glues you the motiue and driue to want to do 
things like rehabilitation that you weren't doing In the hospital.' 

Stephen Brcwn, another long-term patient, described the big difference between home 
and hospital: 

'UJell, I haue a Irt more freedom. I can meet my mends. I'm not alone. 1 am a 
lot more comfortable. I usually look forward to coming home.' 



5. Heme Care Is Cost Effective 



6. Ht Home the Chtld Has More Freedom 
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Mit. ^CbKeiueg talked about luhst freedom and home care meant to her child: 

'He's • different child. He's much, much, much happier. Me i e normal child and he 
could neuer Hue ei e normel child grouping up in Intenilue cere in a hoipltai, seeing 
tne gnteling things thet he luould see, end he did see. Me ebsoluteiy loues hit Big 
Ulheel end ^nce yea see Jeff riding up end doiun on the sideiuelk, riding his Big 
Ulheel, end meting e Popside end the smile on his fece, it would bo Impossible for 
me to Justify him being kept In s hospltel u^hen ht cen heue this life thet he has at 
home.* 

Mrs. Clar) leld leeuing the hespltei uies OHclting. 'To flneilg luelk out thet doer end not 
heue somebody telling ::>u luhet yoa could end luhet yoa shoiildfl't do end Just to let 
him go to sleep lultheii? the lights on, tuithout the noises in the hospltel without being 
aiuekened by other mechiaes from other bebles or heuing things done. It was really 
•Hclting te heue him home, end Just heoe him go end teke e nop If he wonted to with- 
out eay hessle.* 

7. Memo Cere Keeps Femllles Toyethen Clilldreii Uleat 
te fee Home end Perrnts tUeat Thorn There 

The strongest consensus in all the Interviews wes that perents prefer to heue tneir 
children et home. It || not thet they heue eny proalems with the c^uellty of cere In the 
hospltel (with few OMceptlons) rather, the perents register their strong desirt to heue 
their children with them es pert of their femily. 

By euerii Indlcetlon, the children thamselues Qnloerselly prefer to be et home, as well. 

The euldence to support these two conclusions Is scattered throughout this section. It 
OMlsts in iuch depth thet little purpose would be served by resteting the obvious. The 
bantnt of delnstltutionellzlng children was summed up by Or. Shabino with the 
observetion thet It seems e shame to weste the potential of chlldroR by keeping them 
locked end bound to institutions when. In fact, we can put them In e home care setting 
with their femllles where both the femily end child went to be and enhance their 
recouery.' 



t. Home Cere frovldet Children With the Highest Quellty of Life 

There wes e generel consensus thet home cere prouides chronically ill children with a 
higher quality of Ufa then lnstltutlonellze"on. Mrs. Russell put this Issue into perspec- 
tiue: 

'If the child's life |i going fo be re-endengered efter that dramatic laue they they 
hod eerller In life by being et home or If they're going to haue a poor quelity of life 
iiuing In en Institution, i think thet' s wrong. lUe heue to be concerned about the 
quelity of their life efter the emergency ii ouer' 

Mrs. Russell said thet there ere so meny things thet you essoclete with your children 
that you cennot OMperlence with your children in the hospltel. She listed cuddling In bed 
on 0 Sundey morning, wetching Oed sheue, playing eround In the cabinets end pulling 
everything out while Mom's cooking dinner or wheteuer. She leid being able to do 
those things et home 'mokes It worth trying to bring him home regardless.' 

Mr. Russell edded: *The hospltel |i no place for e child to grow up...trylng to be a 
parent ii Just not right in the hospital. Cuen o good Institution is not a good home.' 
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J. SERUtCe COOKOINKTION OR CliSC MllNflCEMCN^ tS UITALLV iHPOflTRNT TO 
THE T1lllN«rEII OF CMRONICflLLV ILL CMILOAEN IMO HOME CflRC smiNCS 



Tht ttrm 'ctt« mtatgtmtnt' has ttken on teueraS different metnlngt. tome of them 
complataty cf^ntrv-dlctoni. In one tanta. the term It uted to define any of the meant by 
lUhlch Inturrnce ccmpenlet teek to letten their llebillty under en ii. 'irance contract, 
ilnother meeting r letet to ettettment end decltlon at to the proper leuelt of cere and 
epproprlet^ tettlnpt In uihlch Indiulduelt thould receive tuch cere. Vet another 
definition It a tcree.')<ng mechenltm detlgned to limit the number of people who qualify 
for e certek. betieflt. 

The final 'definition end the one embraced here relatet to atte^sment, condition of 
ditchargt. end Inturing thet community retourcet are auollable to meet each child's 
tpeclflc ffieedt. 

Mt. We'nsloct 'elo, 'Ule try to 'uorlc thingt out to that t'Jin^ child hat a cate manf^ger. 
one ircoibcr of e team mho ouerteet the cere plan who hat the primary retpontibiilty 
for uiorlclng uilth the femlly to Inture uihat't bett for the child.' 

The Ultlting Nurse Society of Neui Vorfc uted e teem epproach to cace management. It is 
a team of profettlonelt, nurset, phytlcal thera;,lttt mho help put together treatment 
plent In conjunction uilth the phytlclen end mho play the coordlneting or cate manage- 
ment role. The progrem hot been enormoutty tuccettful and tinea It It part of the 
agency mhich It tupplying mott of the needed^ terulcet, cottt era reduced. The tame It 
true mhen tuch cete menegcm^nt tervlcet are provided out of the hospi<«fl. 

Or. Shabino talked about the ditcharge team mhlch protldet thit function at hit inttl- 
tutlon. 'The ditcharge team it made up of the chlfd't phytlclan. mytelf, by the toclal 
morker mho functlont at the cate manager, and mho Is really a tmublethooter. it It 
made up of the nurtlng staff mho put together the nurtUig program, occupational 
theraplttt, tpfiech theraplttt, respiratori) theraplstt and othert.' 

Rtked mhat the cate manager doet, he responded: 

'lUell batlcally, you can guatt from the fact that all these people are inuotued 
that It Is tort of like coordinating a three rl ig circut. There it a tremendous 
amount that hat to fall Into place to make ture that the child can be cared for at 
home. Contingency plent mutt be put Into place for alt torts of euentt.* 

The Indlulduel Cete Menegemetit (ICK.) program of the RCTNR insurance Company 
comblnet meny of *nc above elementt. RCTNR boattt more than 100 nurse reuieu'ers 
and coordinators oil ecrott ^^e nation mho enamine tuch catet and try to put together 
IndluldueUzed plent mhlch mltl allom the child to be taken care of at home mlth the 
requltlte retourcet. The ICM program has a uaiuabie side effect for RCTNR. It souet 
money. RETNA repretentatluet. Or. Culley and Oarabara Hatut, R:<, told that the 
program taued RETNft S36 million In t985. Mt. Hatus commentt: 

'llle like to tay that eueryone benafitt from Indluldual case management, and In 
fact, they do. The patlsnt It a minner, becaute the patient It goSng to receive 
quality care and mott often, a lett rettrlctlue and, more comfortable enuironment 
turh at the home. There It alto a decreate In ttrett on thIt patient. Rnd he it 
able to be In an enuironment *juhcre he can be cared for perhaps part of the time 
bi^ hit ioued onet. In addition to that, the family benefits becaute they too haue 
been subjected to a considerable amount of ttrett and if ue can ease that stre&s 
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In any way, H rttily helps them to become better perentt or better ceretakert of 
the person who K Ul. 

The phytictM it eble to cerry out hit medlcel treetment plan In e totting that I: 
•yreeeblo to ell tad he It eble to Inject tome cott contelnment Into hit practice. 
And, of cevrse, our cttttomert i;^A»nt beceute they ere tpending lett money and 
Cieue et the rotult, decreetetf premium* or rether prtmlumt not being Increet^d 
et ropldly.* 

K. funtm CUM n tkhinci to movioc mrn? Mcoicii 

INI NilSINS PliC»OICS Tt iNSilC C9NTINBC» NOME 
CflIC Fti TKCII CXILMCN 

remlllet con be trtlned to perform modlcel end nurtlng proceduret which wlW inture 
thet their child con centlnae to Hue et home. Perontt routinely ere to'^ght uow to cere 
for uentlletor-depdndent chlldron. They ero teught hou; ttf cleen the chlld t breathing 
tube or troch, end heiL to taction tho child If eiicett muceut deuelopt in the chlld't 
throet which plugt up tho eintiey. They ero «eught how to retuttcltete a child who 
ttopt broethbig. 

It It 0 metter of getting the fomlly comfortoblo with the technology, toys Or. Kefrlck. 

Mt. Jonet told how the coMiiuorod her foor ond flnelly loomed to proulde totel core for 
her youogtter, Stephen, who met hotplteilzed for e prolonged period of time eftor 
being hit by r car. 

Mt. Jonet t4ld her trelnlng in the hotpltei took two weekt end thot the trolning wet 
done on dolit. She told the wot teught how to nuth en lU end to change bendeget. 
*Ulolt, I wet nervout et first, my hentf wet theking end tho tecond time I reelly did It 
right end they were proud of me.* She told thet detplte ell the practice the wet 
nervout eboot providing cere for her ton. 

*He it 0 reel humen being. I could matt up e doll, but 1 could not mett up Stephen. 1 
Jutt calmed mytelf down, and I did It. I said to mytelf. I heue got to put my mind into 
thit In order to get my beby home. I Jutt put my mind to it and reiaKod and i did not 
thake any more.* 

L. FOMILICS UIITH CNOONICOUV ILL CHILORCN LIUC 
U;iTN OONSCOOUS LCUCLS OF STUCSS 

There wet e ttrong contentut emong thote Inteniiewed that heuing e chronically ill 
child tignlflcently Increetet the ttrett on tha entire family. The pretture on perentt It 
particularly acute, to««)etlmet nothing them to the point of detperatlon. 

Mrentt mutt Hue with the dey to dey knowledge thet ony moment the chlld't life may 
be in jeoperdy end thet unlett the perantt ect quickly 6. J properly, the child may die. 

Perentt mutt Hue with e degree of guilt. It it common for them to feel guilty ebo*Jt 
hauing e ditebied child. Parentt feel guilty when their children are kept in the hotpital. 
Often they feel guilty when they mutt etk for help In order to menace the care and 
treatment of the child. 
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Partnts often muf : fortgo thair own hoptt for highar aducation. They are locked into 
their current Jobs In order to keep the banefltt of Insurance flouilng to t;.elr depen- 
dants, lilara thay !a change Jobs, the Insurance plan of their new employer might 
tMciudt cavartf a far the pra*aNistlng health conditions of their child. 

Mrantt ttiHtl • cliroiik«lh| 111 child must learn to Hut with huge debts, debts that uilil 
probabtii take them mest of thslr lines to settle. They leem to haggle ivlth insurers and 
suppUars In arder to get whet their child needs. 

Single perants partlculerly heue problems. The perant Is In a Catch 22 situetlon of need- 
ing to work in order te keep Insurence benefits flowing, but this would mean there 
would be no one at home with the child. Most single perents do not meke enough 
money to employ e nurse to stey with the child while they wort and to be with the 
child, wetching over It while the perent sleeps. 

Given all the ebowe end the eccumuleted frustrations, families can bo forgiven if their 
beheulor Is o little on the desperote side. The uneven "teturo of stete benefits for 
chronlcelly III children 9uts families In the position of heving to mow from state to 
stetsr la order to try te find some help for their child. One family, the Bachschmidts 
moved throe times In the first two yeers* of their child's Ufa. 

Foilowln) ore qootetlons from the Interolews which amplify these end other points. 

Or. ShOblne mode the point thet heving e chronically HI child at home requires a total 
commitment on the femlly s pert, 'find Shese ere speclel femllles. Their total lives 
roooltie eround the cero of these children end I think thet we as e society ought to be 
very supportive of the'r efforts end try to minimize the roadblocks thet are throuin In 
front of them.* 

Mrs. Moture wes asked what percent of her time was spent teking care of h*r son. 
Eddie. She responded, 'Almost ell of It.' 

Mr., fliackeweg edded: 'Our life does revolve arour*d Jeff. Wt try to make It a verij 
normal Ufa but It does revolve around Jeff...fls a parent, I feel that 1 am Jeffrey's 
strongest edvocate; that there Is nobody who loves Jeffrey like I do, because I am his 
mom and thet Is why 1 put so much fight Into getting him home and keeping him home.* 
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Mt. Jont Kntpptr, • nurtt tulth Upjohn HetithC^re Services, prouldes this perspective: 

'He (the c' 4ld. lvon|) cen be difficult to toke care of, but the thing that >re oftuayt 
remembtr tultb i»««n| end children like him It thet et eny moment he could be in a 
life thraetentos situation. Of courta, tue haue to b^ ready to respond to that life 
threatanlnj situation. Ha Is very ratuarding to tuoric tulth as are all of these 
children. Tliay glue so mtich loua In return and there Is such significant progress 
with these chldlrao evao though It Is difficult ot times.' 

Mrs. larcUft said: *1 uiantad her home so bad. but leaking back, now 1 tuas tired, f tost 
tualght. Things hit ma real hard. 1 had a very short fuse. Amy would ask for her 
breakfast ond I'd kind of throtu a botui of cereal et her..there is no tuey a single person 
can do it 24*hours c- day eround the dock.* 

Mrs. Russell sold: *lt Is very difficult lluing uiith the responsibility. Uie Hue 20 minutes 
from the hospiteL.JInd lie h9s got flue minutes if e problem develops. Vou can't tualt 
for the embuienct. you heue to do something. Rnd tuhen you fece your child inymg 
there needing something end If you cen t do It, his life Is over with, thet'^ a nuge 
responsibility, lut I tuouid rather teke thet risk of iomething heppenlng than to haue 
h\% lift be one in the hospital.* 

Mr. Russell edded this penetrating (nslgtit: 

*To bring e child like Oenlel home Is e tremendous strain or your time end energy. 
It's en eraund-tha-dock responsibility thers completely demending ell the time. 
Rnd on top of his medlcel needs end those demends, you elso have to perform ail 
the other functions of e hospitel. you ere the billing deportment end the business 
deportment. Vou're following up on the Insurence that didn't pay. 

*Vou're the Inventory control. Vou're ordering the supplies and being sure that 
you haue everything thet you need. And alt that takes ell your time and energy 
and that's flna and dendy. tut when you turn eround end find thet you forget to 
io some normel humen thing beceuse you were busy dotno this or. Lord forbid, 
that forget something to be done end there's a problem, it's OHtremely stressful 
on the femily structure. 

*you know, you're pressed to the limit as It Is and uour ability to absorb a minor 
misstep Is uery slight.* 

Mr. 8uckhoitz said: *E(r'tlonal burdens have been rough. Especially earlier on a'hen 
Brandon would haue e respiratory end/or cardiac arrest at any given time. There were 
times when he'd hove rapid fire respiratory arrest and he got Medivaced back to John 
Hopkins Hospital beceuse there was no way that we could take care of him by ourselves 
on a fuU'tlma besls. So when that happened, either Karen or I would end up staying up 
with him during those times. Somebody was awake with him at ail times. Rnd. it was 
OHtremely rough dufng that.* 
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^ .*>. fiuckhottz dtutloptd teutrt •nemit and bletding ulcert and hertelf tiist hospi- 
talized undar tha prassura of tn|lng to care for young Brandon. $^a leld: 

*lrtnda had to laarn to taka lacond place, end that'i hard, especially for a child 
tuho has chronic lung problems es tuell. She had. tue had (o make sacrlfirei. My 
husbend hed te reellze he tuei going to have to stay at hli Job for yet another 
y^er end noiv he's gaing to haun to put off school for yet another year. And I 
euentoelly bed to leeue my job beceuse 1 just, I ended up so sick, I ended up in 
the hespltel, so I hod to stop .iiort.* 

In summeni, femllg members egroed thet there ere severe pressures essoclated with 
heuing e chromceUy IN chllo. The stress effects ell memb'^rs of the family. It effects 
the perents In their employment end In oil Aspects of their Hues. The stress is far 
tuorsa tuheo tha child is institutioneiized. Some peronts report they heue been dhuen 
to the point of tuenting to brook their children out likening the hospitoi to a Jail. The 
pressures of coring for the child et home ere still considerable, but much less then 
heuing the child In the hospitoi. On belence, femiiies can deaj luith the stress with some 
support end they heue e strong desire to haua their children et home tulth them. Mrs. 
Oaks sperks for ell tuhen she sold of her baby: *Uia were Just thrilled to death to be 
able to bring herhome.* 



Uihat effect does the presence of e chronically ill child haua on e marriage? It is a 
close question. The mejorlty of those interviewed said th^t it brings a husband and 
wife closer together. Howeuer, a fairly large minority tLere of the opinion thet e 
seuereiy lit child introduces en intolerable emount of stress tbhich often has tha effect 
of brooking merrleges sport. The question is further clouded by the fact thet heif of ell 
U. S. merrleges end in diuorce. The reesons for such diuorces ere meny, tieried and 
complOM. It Is 4Ult* difficult. In such ctrcumxtances, to identify the birth of a seuereiy 
handicapped child es the proMlmete cause of the marriage dissolution. 

The beet guess seems to be that the birth of a child who is dependent brings husband 
and wife together, creeling e strong need for them to work together to insure the 
suniluai of their offspring. There Is no more powerful Influence then this. Uihether it 
leads to a long term strengthening or dissolution hes a great deal to do with what kind 
of a marriage it was to begin with. Strong marriages seem to benefit while weaker 
ones may tend to disintegrate. 

Dr. Shabino had these thoughts. He said, *hauing a chronically III child renders the mar- 
riage I'aietlonsh'p abnormal. The relationship with the rest of the family is abnormal 
because of hajlng someone in the hospital. This interrupts the family schedule. So It Is 
dlsruptlue to other children at home and disruptlue to the relationship between mom 
and dad.* 

Mrs. Russell said: *i think It's been e reel stress, but I think that In a lot of ways It's 
brought us closer together beceuse In so many ways. It has been us ega]nst the world. 
Uie knew each other for e long time before we had kids and I'm glad of thet because K » 
real easy to turn against each other instead of turning to each other.* 



H. NII0IN6 i CMONtCHUV ILL CHILD 6CNCII1ILLV MiN6S 
H NUSMND INr UIIFC CLOSCR TOlsnHEII 





198 



Mr. Kusfill iddtd: *lt It retlly inttntlue stress and i think In soma sansa, it's limited the 
amount to which uie can be craatitia In our relationship because In e kind of energy 
menegement pregrem where we heue Just bereiy enough to squeak by. Rnd so you 
don't rack the keet Hi • ivey th«t gau might if you hed euelieble energy. So in some 
sense it makes ifov mere conservetiue/ 

Mr. Oeks hed c timller notion: *lt hes been quite e strein on us, e strein on the whole 
femily but It hes etso krought us e lot — brought the whole femliy closer together.* 

Mrs. Shennen eeld thet heuing e chranlcelly Ul child hed both e positive end e negative 
effect on their merrlege. *l think there is en Incredible strein without question. lUhat 
ends up happening is, it bring two people, it brings the whole femliy together, it 
brought my busbend end S closer, but then It s eiso brought us farther epert. There'£ en 
lncredlb<e emMint of work thet hes to be done. Crfn not only hes e medlcei problem, but 
elong witk thet yen hove to meke sure thet she's going to be ellowed to go to school 
end heue fuU opportunity to pertlcipete In socleti|.* 



Most of the femlHes intenCeoied who were dee:ing with e chrenlceUy lU child hod other 
children. Most of the time these children did net suffer from the seme kinds of heelth 
cere problems. There were, however, noteble eiiceptions to this rule. 

One women in New Jersey, for eMompie, Is presently coring for three uentlletor- 
dependent children in her household et the same time. One child Is burden enough. Tujo 
would be difficult to handle, but three is beyond difficult. 

Another eNception involves twins. A high percentege of twins ere bom premature with 
relatlveiy low body weights, in such coses, there is e good chance that if one premie 
twin is bom with Problems, the other will else have problems of one Jesree or enother. 

Olsregerding the oKceptions, how do children react whan a chronically ill child Is bom 
Into e femily? The consensus emong those Intenilewed is thet it ecceierates the child s 
normei feeling of rejection. The ettention thut he/she enjoyed hes now been shifted to 
the newest member of the femilM. TJ.Is is even more true when the newcomer has 
mejor heelth problems. 

Under these clrcumstences, it is not unusuel for the older child to withdrew, to become 
depressed or feel neglected. Older children mey be pewned cff on friends or relatives 
beceuse the ettention of their parents is elsewhere. Tliey sometimes f^ke illness of 
their own. Diey mey feel thet somehow they ere responsible for the Illness of the new 

'bllng. in other coses, the older children instinctively uriderstand the situation; 

.dpendlng on their egos, they pitch in end are supportir;e. 

Hevlng e chronicelly 111 sibling cen meen thet ell of the family's income es well as its 
time and energy ts directed somewhere else. This may Jeopardize tiie older child's 
chences of going <•> college or otheruilse deprive the elder child of opportunity. 

Thbre is an endless list of possibilities and responsible parents wort very hard at not 
neglecting other children in their great concern for their newest and ill infant. 



N. NM0IN6 iN INFiiM MOTNCR OK !jimi CHN 

nunc piorouNo trnm on the otmcl siiLiNfis 
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fotloiuing are tome quotations from the interuleuit. Mrs. fluttell talked about the fact 
that har ton. Denial, mat In the Intentlue care unit and in isolation. The hospital luouid 
only alfoui one parent at a time uilth the child. Thlt made it Impottlble for the entire 
family to be together on tpaclal occationt tuch at Chrlttmat and birthdayt. Rtked hoiu 
thay handli^d the tltuetloo the tald: 

*UJa traded aff. One of ut luouid ttay with Margaret luhlla the other luent to the 
hotpltei. and than we'd trade off. One of ut mould bundle Margaret up and carry 
har ouar and ma'd meat In the lot%y and trade off to that Daniel luatn't left alone 
althar.* 

Mrt. Ruttalt mant on ta tay thet mhen he mes finelly dltcharged to their home. It 
helped Oanlai a great dee! to be eround hit titter. 'Being able to be mitii a tibiing, 
etpecleltg tomeone hit ege, it the lelnd of motluetlon and the kind of therapy that you 
could not buy in the hotpltei.* 

*They get etong greet/ she continued. 'They're really dote. They hug each other and 
thay fight Jutt like norrnei kidt do. but thay elto protect each other. 

'Margaret It irery tentltlue about Daniel. About tlH montht ago, Daniel't airuiay 
obttntcted et home end It met uery uptettlng for ut becaute he almott died right here 
mhlle me mere trying to get the embulanca here and gat him to the hatpltai...Marjaret 
hat to be e pert of thet too. Rnd 1 think the underttendt it. 

'$!(a pfayt thet the teket her beers tc the hotpltei end that their trech It broken and 
thei| have to heue en lU in. UJe hed to get her her omn tuctlon equipment to that the 
coJll^*play mlth her dolly thet mey, to that me -ould keep her away from Daniel becaute 
she mantad to help teke cere of him, too.' 

Mrt. Reckemeg offered thit pertpectlue: 'The firtt nine montht or to 1 iiued at the 
hotpltai. The only time 1 left mat to come home euery other day to get dothet and 
then go back to the hotpltei. Then 1 realized the damage end the harm that 1 mat doing 
to nur other ton. And I came to the conclution that 1 could not tpend euery making 
moment mlth Jeff, that 1 mat going to haue to tpend tome time mlth flndy, our other 
ton.' 

Uihen atked about hom haulng Jeff home hat affected flndy, the retponded: 

'It hat actually been much, much better for flndy. He t been a much happier child 
tinea JefPt been home, betlcally, becaute I'm home mlth him full time mhereas 
ahtn Jeff mat In the hotpltei. t mat mlth Jeff almott alt the time. It's real hard 
mhan you haue tmo children to decide mhlch one that you re going to be mith and 
1 mat uery torn bcceute 1 mat sort of playing fauorltes touiards Jeff. Thet it not 
mhat I intended but sort of mhat turned out.' 



The support of friends Is generally both melcome and ualuable in times of crisis. The 
interulemers. therefore, asked family members caring for a chronically ill child about 
the support thei^ receiued from their friends. 

The consensus of opinion Is that friends continue to prouMe support, but that it is uery 
difficult to sustain friendships because the family Is going through the crisis does not 
haue the time or the energy needed to nurture and keep the friendship allue. 
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Typically, familiit going through • critit with ■ tochnologi^'dependent child u;iil seek 
out support groups of fimfiios with similir problems. This ollows the pertles to com- 
munlcete ebout common problems* to prouide eech other encouregement. support and 
good aduice drtiun from reieuent eNperi«nce. 

Mrs. Russell provided thi^ persptctiue: 

*Uie heue hod *o esteh'* Priorities. Our priorities heu« been our kids, our 
meniepe end our joP ^r hes the job md getting Scott (her husband) 

through hit degree t in the middle of uihen oil of tcils hippmed to us. 

*Wp dropped the gerde^. lUn stop(fj«l sorting ^n the house. W stopped doing 
housewene. W got to XUn point uihere uie sold thet uia cen t sustain our 
friendships. If w den t heue eng time to eurseSvec or enu priuecu to ourtelues* 
me cent of ford to go out uilth our frteadr« 

'Rod gour friends hove to ge on. Rnd I kno'u theg leue us end thog cere for us. but 
their Hues go en euen though our Hues (re different. It is uery diffcult \o 
understend. It is • uerg unusual situetion end It tekes so much energg to oKplein. 
It Is so complicated eut;i to enpiein his condition. I heue teiked to other mothers 
through Children's Kospltel end they oH sag the seme thing. (Uhen someone asks 
you how your child Is doing, gou don't Icnoiu whet \u soy because there are so 
meng different uiogs of looking ot it. Rfter e while you stop truing, you Just say: 
Fine. Evarythjns It okey right now.* 

Mr. Russell edded these thoughts: -you cen t raallg share something this intense end es 
(,ompllceted...so there's only e limited ONtent to which we're ebie to get support from 
friends. 

'W reelly don't went to stress our nitndships by making this the only thing we relate 
to our friends ebout end et the seire time, our energy for melnteining friendships hes 
gone uery low.* 



f. THE NRfPIEST MOMENT FOR FRMiLIES: 
IRiNSlNS THE CHILD HOME 



There was almost unenimity of opintor, emong the families interulewe< as to the best 
pari orhepplest moments essocleted with the care of their technology dependent or 
disabled child. Tttey oil egrwi^d thet the best of times was when they were finally 
permitted to teke their child out of the hospital. rHost of them answered the question 
of what had been the best time for their families since their child's birth by slmpiy 
saying, *lrlnging him heme.* 



«. MOST OJFriCULI MOMENTS INUOLUE HERLTH CRRE CRISIS OF 
THE CHILD AND REFUSRL OF THIRD PfiRTIES TO fRy FOR CRRE 



In the course of the interviews, perents were esked» *whet Is the most difficult part of 
having o technology dependent child*? The general consensus was that it Inuolued a 
crisis facing tne child. Typlcei af the responses wes that of Mrs. voung. who answered: 
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'tiJhen it first happened, not knouiing from day to uay if he luas going to make it 
thrnugh/ 

Mrs. Mature answered in elmost identical language: 

'tiJhen he gets real sick and uie do not think that he is going to make It.' 

Mrs. Oaks said the worst time ujes tfie 'first week with nil the surgeries, being told 
that the^e were things wrong uiith your baby, and sitting In tha waiting room not 
knowing uthat the results will beV 

Mrs. Reckeweg, like other mothers, had to learn to Hue with frequent episodes where 
her child, Jeffrey, Just stops breathing. Her particular worst moment, she said, was 
whan Jeffrey went Into respiratory and cardiac arrest. 'UJe worked on him for half en 
hour; he wes unconscious for 45 minutes. And we didn't know If wf* were going to be 
able to bring Jeffrey beck; whethrr he was going to be seuerely brain damaged or what 
was going to happen/ 

Mrs. Gleri| seld the worst time wes 'haulng to leaue him euerij night at the hospital*. 

Mrs. Russell mentioned the same kinds of eKperler.ces. but said that euen worse were 
the fnjstreting moments when they learned that insurance or Medlceid or some other 
entity would not pey f'^r Danny's cere as had been promised. 

Tills same point was antended by seueral parents who noted thet there are so many 
berrlers pieced to keep them from receiuing the home care they need. TTte failure of 
gouemment or Insurence to proulde financial support ranked uery high on eueryone's 
list of worst moments. 



11, fICHOSPITflLIZflTION HAS NE8rflUC EFFECTS ON CHILDREN 

Both medical eKperi< and parents were In strong agreement that children, euen ueri| 
young children heue a pretty good understanding of the difference between being home 
and in the hospital. TTie child's preference almost unluersally is to be at home with the 
moKlmum degree of freedom that his or her disability will allow. Rehospitailzotion 
generally means the child will bdcome depressed. 

MS. ILielnstocl; of Chlldrens' Hospital put It this way: 

*Uie hbue eKompies d children who when they are rehospitallzed with a recurrent 
problem will regres' In their deuelopment, become withdrawn and depressed. And 
once these children jo home again, we haue seen them return to normal, eating, 
deueloning and Interacting with people*. 

MS, Herman, also of Chlldrens' Hospital, described a little boy named nndrew whose 
reaction to the hospital was to keep his eyes tightly shut. She said that the euent was 
so traumatic that euen after he returned home, he would not look at aniione. *He 
would keep his eyes closed alt the time, and It would take about a week of him feeling 
safe and secure before he would finally start to open his eyes.' 

P*-. FInnegan was asked what wouid be the effect of rehospitallzing his patient, young 
Danny Russel. He responded: 
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*lt uiculd bt ditatterout, ttptcitlly tt this point for Otnny noui that he hat 
becoma attached to the home. It ii;ouU create a depressed child mho, in fact, 
may oMen uilthdrciu from the world/ 



There uies e strong consensus emong those Intervleuied vbout the need for respite 
t re. tUhet Is rtsplte? tt Is en Intervel of rest, retlef from the source of dally 
responsibilities In coring for en iil or disedled person et home. 

The ceraglnert who ttier* Ifitervivuied ell telked ebout the enormous stress pieced upon 
them which often pusHed them to the point of burnout. Ceregiuers unenlmously testi- 
fied thet with relief in the form of e few hoars or deys ewey, they wer« refreshed and 
once egein eble to c«rry the many burdens essocleted with cere of e chronlcellu dls- 
ebled chlM. ^ 

Ms. Llermen of Chlldrens'Hospitel In tUeshlngton, OC, mode the point thet for want of 
respite cero. chKdron wind up being pieced in hospiteis end nursing homes. 

Or. Kettrick pointed out thet Chk;drans' Hotpltel In Fhlletfolphio offors rosplte cero which 
allows femlllet to edmit their children for e couple of deys, but he eddt, femllles 
•profer to get tbelr rotplte core at homo. They wlH either tolte thoir cbildren with them 
on their helldegs or tboy wUI errongo for nurses to cero for them et homo when they go 
off on holldeye.* 

Or. FInnegen egreed, seying, *One of the biggest things thst you can proulde with your 
support personnel Is respite care. There ore many weys thet this support con come. It 
mey not cost enything. It mey be es simple es heulng a network of uolunteer^ who can 
help eech other out.* 

For the Oeks femlly. the pressure of wetching e child 24 hours e c^ey would be 
unbearable. Heulng o nurte In the home to wetch the child et night time allows the 
femily the most importent form of respite - a good night's sleep. Mrs. Oaks talked 
ebout the importence of this. 'There is no wey for more than one or two days In a row 
I can handle the responsibility 24 hours eround the clock. One night without sleep, 
getting up end wetching her ell night, end I em gone.* 

Mrs. Russalt sold thet her femliy hot nursing 12 hours e day. eight hours a day while the 
child end the family sleeps. 'There is no wey that we could safely take care of Daniel 
et home without thet.* The other four hours of nursing care, she said, prouides the 
femliy wth respite, ellows them time to go shopping, run errands, pay the blilt. and 
perheps euen heue e few minutes elone. 

Mrs. Fischer egrees. *tUe Just need e break from this day to day. year after year 
responsibility of heulng them conttently In the other room.* 

Stephen frown's mother. DIene Fleming, telked about enother form of respite: nurses 
with e uen equipped with e lift who uolunteer to trensport end cere for Stephen when 
he goes to moules, concerts or beseball games. The point Is that the children 
themseluos. pertlculerly as they grow older^ ere In need of a break. They welcome the 
opportunity to go on en outing, but their disability sometimes means that they must be 
dependent upon others to do so. 



S. THE K£ED FOU RESriTC CUKE 
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T. THE NEED FOR EDUCrTlCN (^f CHILOREN HT HOME 



Knothtrlmptrltiit ptiiit mtdt by mtny ptrtnti it tht nttd to uiort uflth snd help edu- 
cttt chlldrtR uihil« thill irt ft homi. Miny t^.^isi fraj^^o chUdnn tiivi spent one or 
mor* of thoir formotluo yoors In tho hospltii. cauld do ottpoctod. tholr douoiopmont 
uios thortforo Ulndoro^. TMi mokoi It ou ;*^o moro {jnportont thot fomlly members 
uiorlc uilth the chlldrom Jlulng them ouory pottlble opportunity to groui end deuelop 
both montttliy end pbyilcoily. 

Fomlly mombort •icp:«tiod tho Imporlonco of euposlny tho child to noui oMperlencet, 
tolking to tho child uihllo droiilny or feeding them ond/or pleyinq uilth the child. It 
UIOS suggested thot some femlUes become ouofpcotectluo of their child out of fear, 
thus Inhibiting th« child's grouith end douoiopmont. B proper bolonco bettueen freedom 
end supervision must b« roeched. 

Once the children roech school ego, fomlly members recommend thot euery effort be 
mode to send them to pub ic schools uihere they con be treoted os much es possible like 
other children. Mtdlcel ONporls* such os Or. Kettrick, belleue strongly thot society must 
put more money *lnto deuelopmentel ^nd oducotlonol cert of children uiho had chronic 
diseeses.* 

Or. Sheblno sold thot his community uies forlunete enough to heue the school district 
proulde educetlon In the home os uiell os In the school setting for these speclel 
children. 

Ketle leckett end Erin Shennon both attend public schools. Glesssmetes haue been 
educated as to their special problomt. end 9re generally very ecceptlng of their 
colleagues. Clessmetes sometimes esslst In the cere of fragile children. In some cases, 
either the perent or e nurse must iccompeny the child to schoitl every doy. Someone 
needs to be on hend In cose there Is en emergency. As Keren Shennon notes: 

'Not only or* uie Erin's nurse uihlle uie are there, but uie ere also a helper. Ufe're 
also en elde. So uie ere en ONtra pair of hanils for the teacher, uihlch has prouen 
to be uery, uery beneflclel.* 

Cieerly. there Is e consensus thot if these speclel children are eucr to reach their full 
potentlff<, they must heue educetlon first from their parents In their own homes and 
later from their perents end the public school system. 
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U. THE NEED TO EOUCflTC MEOtCflL/NURSlNG PERSONNEL 



There met e coascrtsus of those Interuleiued at to the need to educate physicians and 
nurtet et to tHe speclel needs of technology dependent children. Some of those 
Interu!eiue4 suggested thet this education should be ewtended to ell members of the 
caring professions from soclel uiorlcers to physicians. It was suggested that these 
fragllt children need e wide array of health care and supportive services. Those who 
provide the cere must be educated as to the special needs o\ this petlent population. 

For eHemple, Or. Kettrick of Chlldrens' Hospitel In Philadelphia wt esked: How dn we 
educate th« heelth cere community? He responded: 

'Thet Is dlfncult. W9 struggle with that In Matemel and Child Heelth. But I guess I 
would say, set the money etlde to heve-*there ere estabHshed mechanisms for 
educeting people, heelth cere professlonels end femilles. lUe Just need to use the 
OHlstlng chennelt. And educetlon meterielt can be dlssemineted through the 
medlcel schools, through the sub'«|ieclelity training programs In pediatrics, nnC In 
ell of the veriout pedletric sub-speclelltles, and they can be passed through the 
verlous stole egenciet thet teke cere of, cr facmtata the cere of children with 
chronic dlseeses. To me the mechenlsmt for dissemination are there. The channels 
ore there. lUhet uie have not done Is to put the InformetlOR In the hopper in the 
beginning. And the Only area u;here we assume thet good educetlon It available, 
and I don't believe thet it It evailable. It In the medical schools. The basic curri* 
cuium for medlcel students does not emphasize chronic dltaese, does not empha* 
size the fact that much of what these Indlvidueit will be eventually asked to 
protfide care for, is the chronic diseased patient popuietlon. find w do need good 
educiktlon programs in the medical schools. They do not ewist.* 



U. THE NEED TO EDUCflTC THE PUBLIC UNO THE CONGRESS 



There was unanimity of opinion among those interviewed as to the importance of 
educating the public to the plight of technology dependent children and the pressures 
placed upon their rpmliies. 

it was a consensus of opinion that the problem cf large numbers of dependent Infants 
was so new as to have escaped the notice of the public generally iind of the Congress In 
particular. 

Those who were Interulewed eMpressed t(\e opinion that if (he public just understood 
the current dilemma, thay would euert political pressure on their elected representa- 
tives to Institute reforms. It is the general feeling among the group that this Issue is 
one of common sense. It has only to be eHplalned In order to win public support. 

The group decried tri» lack of stories on television and In the printed press. Increased 
media attention, It is believed, will lead to rapid reform. 

The lack of education also eutended to families who might have a child with birth 
defects or other problems but not know how to go about obtaining the care they need. 
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Or. FInntgin sild Ihil piopli Aied to knoui thtrt It an tHtrnttlMt to kiiping ihilr rri- 
glli chlldrtn In ■ hotpltil. Hi told thit ricognitlon or thit roct uias slouily coming, but 
that paopla for tha most part do not tae homa cara at a ulable ahematiue. *To put it 
timply. yat, thartlt. Public aducatlon It naadad.* 

Mrt. ••chtctmldt ta<dt *l think that paopla in our tituatlon ara mitinrormed. Uniett 
thay hava tomaana to tall tham cartain auanuat to taka. a lot of kidt go to nurtfng 
homat bacauta no ana told tham that thay could taka thit child homa. No ona told them 
(hat tharauiat a uiay ta fight tha tyttam.* 

Or. Kattrick tpoka of tha Importanca or educating tha Congratt. *l think w haua to 
target thota people. THera ere e lot or people erter them to they...retreet into their 
thelit. Out I think uie heue to go erter them end educete them on e pertonel ieuei.* 



There wet e cententut emong ihote interuleuied thet pedietrtc hotplce programt 
thouid be crteted or eMpended. Hotplce Initoluet e coordlneted program or paliietlue 
end tuppartiva temlcet ror e tennineily ill person end hit or her remiig. in hotplce 
cere, peta end tgmptam control It gluen top priorltg. Euerg errert It meda to help the 
petlentt live lire ta itt ruiiett. Hotplce tervicet tttueii^ era errerad through a 
phytician-dhracted intarditclpilnary tiom. roliauiing tha pertea't deeth, beraauement 
cara end roHoui up tervicet ere prouided to the remiiy to help them througti tha critlt. 

Thota intervleitied pointed out thet there are hotpica banefltt euellabla to the elderly 
under Medlcere. but thet there It no perallai hotplce program ror children. 



Recording to ell or thote Interuleuied. In their OHperlence. home care tervicet have 
prouan latt cottly than comperabia cara In a hotpitel. Cuenjone egreed. houieuer. that 
cott arrectiuenatt thouid not be the central criterion uihlch determlnat uihethar or not 
a child It returned to hit or her remlly. The prlmery determlnent thouid be the bett 
Interett or the child. By either ttenderd. home cere ttiet the deer uiinner uiith ramlllet. 

Or Shebino told. *ln our oMperience end In euaryone t oHpertance. ii endt up being 
cheeper to keep thete kldt et home.* 

Or. Hartllne told: *llla find thet mouing tne child or the pi lient Into the home cottt 
about 30%. 25%. 55% or maybe euen 40% or whet It mould cott to keep the tome child 
In the hotpltfl enulronment. ir lue could really be ture that tha only petlentt thet were 
moued ivera tha onet who would ttey In the hotpitel enyhow. then the money that you 
would teue would be obulout.* 

Or. Hlrtch told. *Not only it it to much better Tor tha ramliy to able to take care or the 
child at homa with ettittanca. it It also eMcatdingiy more cott arrectlua, tometlmet by 
a rector or tan.* 



01. TNE NCrS FOR PEOiiTlliC HOSPICE 



«. NOME CNNE IS SiCNiriCNNTLV MORE COST ErrECTIDE 
TNNN COIHPIRNILE HOSPITNL CINE 
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Or. Ktttrlck from Chudrint' Hospital In Philadelphia said thut *care can be provided In 
the home et e cost of 1/4 to 1/5 of whet the hospital costs would be.' He added that. 
*the home can be just es safe and ptrtiaps safer than the hospital.* 

Rmong tliesa interuietued, the auerage cost of cere at home, was 1/4 of the cost of 
comparable care to the hospltei. The highest cost reletlue to hospital cere was reported 
by Mr*, rischar tuhose daughters car* euerages ebout $74,000 or roughly half of the 
cost of comparable hospital costs. On the low end of the spectrum, Mrs. Miller reported 
thet the cost of cartag for her child et home wes 1/18 of the cost of $18,000 monthly 
hospital costs. 

Mrt. Reckeitieg reported thet home cere costs run about $14,000 a month or less than 
1/4 of the $60,000 monthly costs of comperable stey in a hospital. 

Ms. Llermen from Chlldrans' Hospital reported thet in general, home care costs were 
1/4 that of hospital cere for the seme child. Mrs. Bercllft s child ren up a $1 million 
hospital bill in the first It months of his life, end is cored for at home for 1/4 of the 
monthly costs. 

Mrt. Mussel! reports thet Oanny costs $60,000 a year to care for at home, while hospital 
costs range from $300,000 to $400,000. In their OMperlence home cere costs less than 
1 /5 the cost of e comperable hospital stay. 

lis is noted aboue, there Is e clear consensus on the Issue of cost effectlueness among 
the femiiies end medlcel professlonels Interulewed. Their actual eMpenence which mey 
bo described es enecdotal. Is also well buttressed by objective studies which ere 
reported in another section of this report. 



V. DAHGEIIS or HOME CARE 



Family members and medical professionals both discussed a number of dangers 
associated wUn pediatric home care. The first anu foremost of these wes the ability to 
respond In e medlcel emergency. 

'There is nothing to guerantee that the children wIM not haue tome medical emergency 
at home', Or. Shebino said, 'Just as they might here In the hospital. There Is a risk, but 
what we are Judging here Is the risk of the disaster happening at home, which we take 
euery effort to minimize, versus whet we fee as a tremendous benefit of having the 
kids at home. And that far outweighs the risk of It.' 

Mrs. Russell sold: 'Euerybody Is optimistic about home cart, and It's possible but 1 
think it is foolish to try to tell parents that they ought to do this on their own. I think 
that's dangerous to the children.' Mrt. Russell was concerned that the states and third 
party payort will simply discharge the chronically ill children from the hospital Into the 
home and custody of the parents without providing the parents with the necessary 
support they need. 

Or. f urdy agreed saying: ^tUe may see a push to get ell of these children home. I think 
that Is going to be a problem unless we really train the parents and screen the children 
and really make sure that this Is the right program for them.' 

$Aueral parents and medical professionals stressed the importance of being able to 
admit the child to the hospital when this was necessary. Both groups were wary of a 
policy which took on ouenones of 'dumping* with the primorij goal of sauing money. 
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Alt partits •graa that tha Indiulduat netds of the patient must be eualuated on a day to 
day basis and efforts must be mede to proulde cere requisite to those needs in the 
ieest rastrlctltfe envtroement. 

Another cOMem enprassed by saueral families ii;es the problem ef untrained or 
unprofessleeol Mrtes, eides, or therapists, loth tha luckboltz femlly end the Shannon 
femllg ttlked ebeut vnbeppy experleAces they have hed with cereglMere u;ho either did 
not keep eppolntmoiits or uihe u;ere not edequetely trelned to do their Job. There luas 
at Ieest en* report of e femlly brinylny suit egeinst an aide for unprofesslonel conduct 
uihlch they sey led ta tbe deeth of their child. 

A related point Is thet the cecto of ebtelning nursing care In the heme through a 
licensed eyency Is fulte enpanslua. It is only e frecllon of the cost o^ s compereble 
stey In a hespltel ar e eurtlny home, but It Is still enpenslva. Home heelth agencies 
uihlch pMilclpate }m the Medlcere proyrem, for enemple, must meat e long list of rigid 
crltofle. Tbe feet thet the eyency Is responsible for the treifting end the superalsion of 
its iDorfcert le Imp^rtaftt, es It reietes to queilty of cere, tut such trelning and 
supervision else costs money. As e result, some femUles hove ebtelned the services of 
independent centrectort* ivho heue no efflMetlon u;lth e home health egency. They do 
so In hopes of seuing menay. Unfortunetely, they con be essuming unaiented risks If 
the Individuals In qaastlen hove inedequete supervision or training. 

Unfartunetely, t09, some stetes else centrect tvlth Indlvlduel providers es e uiey to 
preserve steta funds. States themselves hire such Independent contractors beceuse 
this fectlon spares them the responsibility of peying unemployment and other benents. 
Moreover, If an Indlvlduel Is ever sued enu poor cere Is alleged, the state con try to 
u;elk eu;ey from ilebillty by seying the person ives not e stete employee, but en 
indoDondent contractor. Soma stetes have gone so for es to hire such people and 
maintain that the infirm client Is the employer aven though the state pays all the bills 
directly from the stete treesury. 

The problem of independent contrectors clearly is one uihlch must be eddressed. The 
need for speclel minimum trelning programs for nursing personnel mho mork ivlth 
chronlcelly III children is also apperent. 



During the course of the Intenilems, families uiith chronically ill or severely disabled 
children mere esked mhet eduice they mould heue for others similarly situated. The 
responses mere unenlmous: fight for home care and bring the child home from the 
hospltei. 

Mrs. Jones sold: 'if the child can come home from the hospital, I mould tell them, get 
home cere.* 

Mrs. Reckemeg said she mould eduise families Mo nght for home cere 100% because it 
Is very, very uiellmorth the effort; It Is morth every ounce of energy that you put into 
these kids, to see them grom; to see them deuelop to their fullest potentiel.* 

Mrs. Mature said: 'it Is real tough at first end to really stick mith It, tilings do mork 
out end it becomes eesler as time goes on. Just stand up for mhat they think is right 
for their child end do not let enyone change it.' 



Z. AOOICE TO OTNEA FAMILIES: 
FI6IIT FHA HOME CAAE 
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Hrt. Oaks ttld her adulce mould be: *Mot to glue up and Just to keep on getting through 
the rough stuff because it gets better. There Is light at the end of the tunnel, but you 
could not haua told mo that the first month. The first u;eek, your u;hole u;orld Is 
coming to an and. Ria first uiaak, I nat/er Imagined getting to the point u;here she'd be 
home and I'd ba atola ta cara for har. ftnd tt Is a great feeling to know that uic can take 
cara of har aad sht'a aitrs again/ 

Hrs. and Hrt. lachachmldt amuiaR J: *OoQ't lose faith In yourself or In the good Lord 
abaua. FIghtl Jaat dan't taka ne for an ansuiar. Knock cn auary door...lf someone 
says no, find out why. I f it doesn't saam correct, go higher end higher. I spent eight 
hours e dey on tha phone telking to people end sanding out thousends of letters.: 

Hrs. tuckholtz said: 'Vou cennot be e uolce on the telephone or a signature on a 
latter, it Just doesn't wort. Vou'ue got to partcnallza gour attempt ta gat home care 
for your child. UJe hod ta see people face ta faca end deet with them. UJlthout a latter 
of medlcei necessity from e resourceful physiclen, 90U cen t do enytiilng. vou ue got 
to heue thet. vou'ue got to get the powers thet be together to decide thet it Is better 
to heue the child et home, more cost effectlue to heue the child et home then It Is to 
keep the chlid Ui the hospital* 

Or. ICettrick Joined In the eboue, but edded the edulce thet perents should *make 
contacts with leglsletors an a stete level that will effect chenge.* 
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Rt • Junt, 1915 healing btfore the Senete Committee on Labor and Human 
Retourcet, Committee Chelnnen onin Hetch (R-UT) etieed the mothers of three chron- 
ically lU chlldrvR uibet the tingle greetett obttecle mat to bringing their children home 
and coring for them in thet setting. Rli three - mothers from three different ttatet - 
geue the seme ansiaien funding. All three told the Senete Committee thet the need for 
ieglslatlue ectlon In this sphere met peramount. Senetor Hetch concluded, *lt is 
apparent thet m«) do need to bring our leglsletlue enactments Into the modem morld. 
Into the hightech morld, and to help these ieltfs.* 

The stoni told by thete perants mes not nem. Renieing minority member (nom 
Chelrmen) Senetor Ctfmerd Kennedy (O-MR) ecienomledged thet '(It] hes been told to 
the Congress for yeart..,Vea heue reminded us egein end, quite freniety, you ought to 
leeep spooking af this Issue untH me era going to do something ebont It.' What, then, is 
the problem, end mby hesn't something been done ebout It? The only discemable 
OMplenetlon for this feUiira of public policy eppeert to b« Ignorance of the dimensions 
of the problem end the benefits erlslng out of Its resolution. Simply, thet third party 
peijort, public end priuete, heue felled to edjust their reimbursement mechanisms 
suffl.?lently to teiee the home cere option Into eccount. 

In-haspltel corn Is OHtraordlnerliy OMpenslua. Costs of SI, 000 par dey or more are 
not unusuel In the cere end treatment of uentlletor-dependent end other hendlcapped 
children. Priuete insurance Is qulcielg OHheusted, often during the child's inltlel stay In 
the Dospltei. 

Then comes the harshest reellty. Just mhen medlcet science hes mode It possible 
to bring meny chronlcelly ill children home to their families, the femlUes discouer that 
neither their privete heelth insurance nor eny gouamment-funded medical eld couers 
the cost o{ home cere services for them, despite the fact that those seruices may be 
eualleble for Jus^ e frectlon of the cost of In-hospitei cere. 

The story of Katie lecieett Is lllustratlue of hom the payor's failure (in this case 
Medicaid) to ieeep pece mlth eduences In medlcel science can literally force porents to 
keep their children In hospitals rather than bring them home, euen though home care is 
less enpensiue end euen though home cere promises a potential for greater recouery in 
many cases. 

Katie Becieatt mes bom on Merch 9, 1978, In Coder Rapids, loma. RIthough she 
'M%t premeture and meighed only tmo pounds, three ounces at birth. Katie Initially had 
fern medlcel problems. Rfter forty-eight hours, she no longer needed en onygen hood, 
and her deuelopment mes such thet she mas releesed to go home on May 6. She mas a 
'normel' beby es for es enyone could see. Homeuer, by September 1, Katie mas back In 
the hospltel, suffering, it mes leter dlscouered, from iHral encephalitis. On September 
2, Ketie esplrated, end seuere resplretory distress complicated an already serious 
Illness. 

Ketle mode slgnlflcent, euen miraculous, progress In ouercoming the horrifying 
after-effects of ulrel encephelitls. FInelly, dcotors .nformed the Becieetts that they 
could bring Ketle home. Their euphorle turned to sadness and bitter diseppolntment. 
though, mhen they reelized thet by bringing Katie back to the family, they cut 
themselues off from the Medlceld benefits necetsery to pay for Katie's health care. 

Under Medicaid regulations, mhen e member of a family is separated from the 
family for e period of time, tha indiuiduers etiglblllty for Supplemental Security Income 
(SSI) assistance Is considered on the basis of his or her Indiuldual circumstances mith- 
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out reference to family income or resources. Katie spent a year and a half In the 
hospltai fighting against her disease; thus, she became eligible for gouernment 
assistance to pay for her hospital costs of approMlmately $1 2,00-) per month. Howeuer, 
when Katia was ready to come home, she uias once again, for purposes of SSI 
eligibility, daamad to haue access to her family's Incamc. Euen though the cost of 
caring for Katla at home was $2,000 per month ' ona-slKth what It cost to keep her In 
the hospltm ' it was a cast the gouernment would not bear. Katie's parents either had 
to find soma way to afford $24,000 a year In home heclth care, or they had to keep 
their doughterin the hospital. 

The regulations which hampered Katie's return to her family were called 
"hidebound' by President Reagan, and Mr. and Mrs. Beckett waged a long and difficult 
war to ouercome them. Initially, they met with failure and disappointment euery wh^t^e 
they turned for help. Thay had eMhautSted all lifetime major medical couerage on their 
Blue Cross/Blue Shield plan. They were faced with the prospect of dire financial straits. 
Including bankruptcy, since the nature of Katie's Illness u;ouid Ineuitably require her to 
return to the hospital setting for treatment. Rs Mrs. Beckatt told a Senate Committee 
in 'i9B3, *R child with a wonderful potential for a full life at the age of three years was 
left with no health insurance couerage. This shows the giant gap between gouern- 
mental and priuata Insurance couerage that is left because legislation has not kept up 
with major mefflcal technology.' 

The Backatts sought help from the Bureau of Medical Social Sarulces after a 
caseworter at the social security office eMpioined that 'his hands were tied' and 'nilas 
were rules.' The Bureau eMplalnad to the Becketts that they could apply for an 
'enceptlon to policy.' but no one from Iowa had euer raceiuad one. Katie's parents 
tried to obtain prtuate fundlny, too, but each time, they met with a negattue response. 
Crippled Children, the Heart Fund, and the March of Dimes ail told the Becketts that 
apart from loaning equipment, they could be of no help because Katie did not nt into 
their guidelines for grants to aid research end education. 

Finally, in June, 19B1, Mr. and Mrs. Beckett sought the help of their Congressman, 
Tom Tauke. Tauke's office gaue support to their application for an enceptlon to policy, 
since the pressures of budget cuts made it unlikely that a priuate bill would after the 
prohlbitiue regulations. The process took months. In contact after contact with the 
appropriate state agencies, the Becketts were forced to reliue the brushes with death 
they had encountered during Katie's long and difficult conuaiescence. The frustration 
and anMlety leueis endured by the Becketts ran high. 

Congressman Tauka sent the Becketts' case to then*Secretary Richard Schweiker 
of the Department of Health and Human Seruices, but on Nouember 4, 19B1, he receiued 
a letter rejecting the request for an enceptlon to ooiicy. Tauke, undaunted, turned to 
Uice President Bush. Through his. President Retgan's, and Secretary Schweikers 
Interuention, Katie was able to return home. In the ten months preceding her 
December, 1981 hospltai discharge. Medicaid paid hospital claims aueraging $13,100 per 
month, in the thirteen months after she went home, Medicaid paid an auerage of just 
ouer $3,5^~ per month. This figure Includes $21,000 for flue Inpatient hospital stays. 
During hei octual time at home, Katie s Medicaid bills were about $2,000 per month. 

The Katie Beckett case resulted In the passage of Section 134 of the Tan Equity 
and Fiscal Responsibility Ret (TfFfiR), effectiue October 1, 19B2. Under the prouision, 
known as the 'Katie Beckett Ulaiuer,' states were gluen the option of making SSI 
payments to disabled children 18 years of age or younger cared for at home. The 
specifics of the prouision are set forth later In this report. 
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lit for Kat e herself, the Improved remarkably. SeHout lllnettet became lett and 
lett fraquent after tha initial ditcharge. She began pretchorl, where peer pretture 
worked for har in a uari| potitlue way. She developed at a rate far beyond anyone't 
preulout aMpactatlont. While It wat once thought that Katie would haue to tign to 
communicate, that It no longer the cate. In fact, her eKpoture to other children In a 
iaaming tituatlon helped her to the point where, by her fifth birthday, her uocabulary 
ability tatted out at an average of teuen yeart and her level of unde. ttanding at that 
of a tlM-yaar-^oId. 

Katia tackatt't tuccatt ttorg It the product of many coordinated efforts. Speech 
tHerapIttt, pUgtlcal tharaplttt, retplratory theraplttt, tchooi ofHcIalt, pytchologlstt, 
tocialoglttt. and tuppllert were ail committed to helping her grow. Katie, In tvm. 
demonttretad that technology dependent children can and thould do very normal 
growing, partlculariy uihen they have the opportunity to do to In the environment of 
home end femlly. In thort, they thould be allowed the opporlunltlet thit toclety teekt 
to offer any human being. 

Other ctUldran have thown tlmllar tuccettet; the ttortet of a few of them appear 
throughout thit report. There It a clear mettage coming from thete ttortet, and the 
mattaga Ir that children have an amazing retlllency to tertovt medical condltiont when 
they era In tha tupporllve environment of home and family. In and of Ittelf, thit 
mettage trantlatet into a mandate for a greater eilocatlon or fundt for the home care 
aitemetlve. tut there It another pari of the mettage, too. That it that In cate after 
cete, home cere It lett cottly. 

fat tlia •ecketts end ether ''emiliet like them heue found thet federal 
pragremt te provide ecenemic ettlttanca often hinder rether then help them 
In their effortt te briny e chronically III child home. The problem It tuiofoid. 
Firtt, there hot been e fellora ta commit a tttfflciant proportion of the 
natlon't beeltk cere deller te pedtetric home cere. Second, the money that 
it aveileble te cere for chrenlcelly III children end for thote who heue been 
ditebled tbredyk eccldentt It not ditpented through e tingle, coordinated 
proymm tbet uieold nnify eligibility criterle end help minimize the number 
of ttncovered cblldron end cetet. Oltlmetely, the funding problem demendt o 
comprebentloe end eryenlzed effort. In the meentlme, femlllet mutt teek 
ont limited fondt from eny of e number of federel or federel/ttete programt 
for mhlck they mey or mey not quelify, depending on the proyram, their 
chlld't diseblllty, their income, end even laihere they Hue. 

There ore four mejor tourcet of government fundt for pediatric hone care: U) 
Medicaid (Title HIH of the Social Security net); (2) the Maternal and Child Health Servlcet 
Block Grent (Title V); (3) Block Grontt to Stetet for Social Servicet (Title HH); an*) (4) the 
Civilian Haelth end Medical Program of the Uniformed Servlcet (CHflMPUS). Each of 
thete tourcet hot e different focut. In tome Inttancet, the programt may overtop In 
termt of the children covered. However, in many more Inttancet, there are hvge gapt 
between the programt, with the retult that overwhelming nvmbert of chronically III 
children fall to get any public atslttance at ail. 



Medicaid it a health Inturance program for the poor, eilglblllty avtomaticaliy 
eKtendt to pertont entitled to benefitt vnder the Rid to Femlllet with Dependent 
Children (RFOC) program. Mott ttatet alto eKtend ellgiblllty to all aged, blind, and dlt- 
abled Indlvldualt who get Supplemental Secvrtty Income (SSI) cath attittance. Becavse 
Medicaid It Jointly fvnded by the Federal government and the Indlvldvai ttatet (which 
have the retpontiblllty for admlnittering the program), there is ttate-byttate varla* 
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tion of services offered and of persons considered eligible beyond these 'categorically 
needy" Indiulduals. 

In addition to the categorically needy, Indiulduals whose medical bills effectluely 
render them poor ('medically needy*) are eligible for benefits in 30 states and the 
District of Columbia. 

In those states linking categorical eiiglbtllty io $$| payments (states haue the 
option of using other crltert;! specified In Title KIK), chronically III children ujould be 
poter.tlslly eligible under the disabled category. To qualify for SSI, the I idiuldual must 
be disabled and must not haue access to income and resources biyond certain 
established laueis. By Itui, the Income and resources of parents or spouses are deemed 
auallabic to that Indlulduai if they are liuing In the same household. Kouieuer, if the 
Individual has been Institutionalized for at least one month, he or she is no longer 
considered to be liuing In the household. Thus, the relatives' * In this case, the parents' 
- Income and resources do not figure into the eligibility determination. 

Th« concept that a family's resources ere uneuallable to an individual 
after one month of Institutionalization has undoubtediy aiiotved many 
chronlcaiiy Hi chlidran, who would not otherwise quailty for Medicaid 
benefits, to racelva hospital services without requiring tneir parents to 
spend down to the poverty Una. Ironicaiiy, the concept aiso dictates 
conti.iued Institutionalization for many chiidren who otherwise could and 
should have bean at home for the reason that once at home, they are 
viewed as having access to family resources which, though sufficient to 
iceep that family above poverty, are woefully Insufficient to cover the costs 
of care. 

Pediatric home care Is not a benefit which the states are required to provide, 
though they must offer It if they cover pediatric nursing home care. In turn, if the 
states do provide pediatric home care (and, according to the 1983 Medicaid data book 
put together by the Department of Health and Human Services (HHSl, all but one state 
does), they must make certain minimum seruires available under the program. These 
services include home nursing visits, medical equipment, supplies, and, as a result of 
Pub.L. 99-453 (1986), cose management and home respiratory care. 

There Is enorr.ous variation in the degree of home services coverage from state 
to state because each Is given the option of providing (or not providing) additional 
services. ForeHampie, home shift nursing Is an optional service, fls of 1983, 30 states 
elected not to provide It. flddltioneily» there is variation In degree of coverage among 
required services. All states covering home services under Medicaid must offer 
Intermittent nursing, but the number of covered visits varied in 1983 from SO to 300 
visits per year. 

fl study of health care eHpendltures for chiidren with chronic Illnesses published in 
1985 reported that Medicaid covered only about 60 percent of disabled children below 
the poverty line. It also concluded that 'for parents of modest income with a chron- 
icoilxi ill child, it clearly pjys to live In some states and not others.' According to the 
report. 



State variations In Medicaid coverage for disabled chiidren are 
:arge, ranging from coverage for 10.4 percent of disobled 
children in families of all incomes In Nevada to 51.2 percent in 
the Oistrlct of Columbia. For the low-income disabled, the range 
is even greater, from 20.5 percent again In Nevada to 86.2 
percent in New Vcrk. These variations In eligibility and coverage 
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represent the tituetion prior to ih€ 1981 Medicaid amendments. 
Changes in Medicaid and state fiscal strain haue led to reduceJ 
eligibility in many states. (Butler, et. aL . 'Health Cure 
CHpendltures for Children with Chronic Illnesses,* in Hobbs and 
Parrtn (ads.), I««uet In thg Care of rhlldrgn mith Chronic Hlnt>t« 
(San francisco, 1985), p.840] 

fn addition to noting tba wide uarlance In cou^erage from state to state, the 
authors of the study conciudad that there were serious gaps In priuate and public 
iiisurance couerage and service access for many families, especially those who are 
near-poor or poor, but not Medicaid or SSi-ellgible. 

States have four ways under the curent Medicaid system to eKpand eligibility and 
covered services for chronically 111 children who are able to receive care at home. 
These four ways era: (1) individual (*Katie Beckett") waivers; (2) Section 2176 home 
and communlty^based waivers; (3) Section 2176 model home and community-based 
waivers; and (4) amendments to the state's Medicaid plan. 

Katie ■■c lcett Wmlumnz Individual, or *Kat<e Beckett* waivers were developed 
in 1982. The Department of Health t Human Services accepted eppllcetlons for such 
waivers for a period of two and one-half years, from June, 1982 through December, 
1984, elthougb tome applications ware still being acted upon In 1986. Once it received 
an application from a state Medicaid agency, an HHS Interdepertmentei review board 
decided whether or not to apply the usuel SSi deeming rvles to the Individual case in 
question. In order to welve those rvles, the boerd hes to conclude that If the individual 
received home cere, there would he e consequent redaction in Mediceid eNpendltures 
end that the quality of care would be et leest es good es what was available in an 
institution. 

If a waiver was granted. It remained In effect until the individual either no longer 
met SSi's disabiiity definition, the family's income dropped below ^he SSi or state 
:upplemental standard, or the Individual turned 19 and qualified for Medicaid and SSI as 
an adult. 

fts set forth in the Federal Register, 47 FR 24274, the *Katle 8eckett* waiver was 
meant to fill the gaps while states either amended their Medicaid plans or applied for 
2176 waivers, it provided Individuals who qualified for only the regular Medicaid 
services of that state. Thus, If a state did not have home care benefits, the Individual 
waiver option was difficult to vse absent other available sources of home care benefit 
financing. 

tectiDH 2176 Ulaiuert ! Section 2176 of the Omnibus Budget Reconciliation Ret of 
1981 (Pub.L. 97-35) authorizes states to finenca homs or community-based non- 
institutional services, other than room and board. In lieu of nursing home care for 
specific target populations. Only Medicaid recipients who would otheruilse require 
Institutionalization in a skilled nursing facility (SNF) or intermediate care facility (ICF) 
or who would require continued hospltaHzation, SNF or ICF care because of ventilator 
dependency are eligible for services under the waiver, (ififi Pub.L. 99-272 11986]). 
Among those services which a state may request are case management, homemaker- 
home health aide services, personal care, adult day health, nuf^rlpg, medical supplies 
and equipment, habilltatlon services, respite care, and others. 

The state applying for a 2176 waiver must meet certain requirements. One of 
these is 0 showing that, under the waiver, the average per r^ptta OHpenditure esti- 
mated by the state In any fiscal year does not OKceed the overage per capita eKpendl- 
ture that the state reasonably estimates would have been made In that some year 
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uilthout the tualL'or. it.e state uses a prescribed formula, set forth at 20 CFR 441.303 
to make this showing. ' 

The state n^talns fleHlbPlty under the 2176 uialuer program for determining 
eligibility for participation. For OHample, It need not operate Its plan on a statewide 
basis. It may also establish limits on the amount, duration, and scope of services 
proulded to recipients of the waluer as compared to services made auailable to 
Medicaid recipients generally. The state may, in adcltlon, set a per capita celling on the 
total cost of each recipient's care and may establish a cost-sharing requirement fo, 
Indluluuals eligible for Medicaid solely by ulrture of their Institutionalization. Once the 
state has datermlned Its eligibility criteria for the 2176 program, all Indlulduats luho 
apply for It and meet those criteria must be accepted until a projected limit U attained. 

HHS grants 2176 waluert for home and community-based services for an Initial 
term of three yeers. Prior to enactment of tho Consolidated Omnibus Budget Reconcil- 
iation Ret of 1985, uialuers were renewable for an additional three years unless the 
state had not complied with the established program requirements. Under the COBRA 
amendments, uialuers eHplring during the year beginning September 30, 1985, could be 
eHtended for one to flue years, in addition, starting September 30, 1 986, tualuers could 
be oHtrnded for an additional flue-year period. 

Modal 21 7g lUallfBn? Because of the long and detailed application process for 
2176 waluers, the Health Care Financing Rdmlnlstratlon (HCFR) deueloped a 'model* 
waluer. Its purpose, according to the State Medicaid Manual, tuas to assist states In 
using the 2176 waluer program to auold unnecessari| Instltutlenallzatlon and reduce 
eHpenses. 

States may use the model waluer for disabled children (and adults) who would 
otherwise be Ineligible for Medicaid while llulng at home becauie of the SSI deeming 
rules. Under the model welutr, a state must offer at least one home and community- 
based service In addition to those serulces already included in the state's Medicaid 
plan. 

Rll statutory and regulatory requirements applicable to the regular 21 76 program 
also apply to the model waluer. in addition, states are limited to e total of up to 50 
cases per model request. To couer larger numbers of recipients, a state must either use 
the regular program or submit an a^^dltlonal model request. Riso, unlike the regular 
2176 program (which relies on per capita calculations), a state using the model may 
admit only those eligible Indluiduals whose estimated home care costs are below the 
estimated costs of Institutionalization. 

Model waluers allow a state to work with a targeted group of the disabled 
population on a t^all scale. This scale makes It possible for the state to demonstrate 
case-by-case saulngs, but It also means that a state must apply for more than one 
model waluer in order to adequately seme a disabled population of any size. Rs of 
July 31, 19B6, ninataan modal waluers In fourteen states had been grantod 
to serve children. Howauar, auan In those states which haue model weluers, 
many children who ceuld benaftt from home care are unable to obtain it. 
For oHampla, the state of fiaorgta has a modtl waluer to assist uentllator- 
dapandant children, but only three of the many who meet the ellglbllty 
criteria haue been eccepted Into the program. Scores of others remain in 
hospitals, unable to get sufficient funds to go home. 

The waluer system presents the additional problem of compounding an already 
stressful situation with bureaucratic red tape that discourages all but the most 
persistent of parents. For enample, Jenny Kruse, a near-drowning victim, was brought 
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hom^ from the hospital by her parents. Her home care costs mere 337. beloui her 
hospitalization costs, but mere still higher than the Knises could afford out-of-pocket. 
The Krus^s mare told by both the Minnesota and federal HHS offices that they mould 
qualify for a 'Katie Beckett* maluar and/or 21 a maluer for chronically 111 children. 
HHS Informed Senators LaMalt and Boschmltz that Jenny had been approved for funding, 
but mhan the Krusas celled to connrm, they mere told that their applications mere stlil 
pending, although they hed been on file for months. 

Jenny's mother, Dana, told a Senate committee later that: 



The reems of rules end regulations Is so mind boggling and 
discouraging that unless you become determined to sort your 
may through the maze, you ^iue up. ..If me choosr to 
Institutionalize Jenny, the state mould pay for her core and all 
raleted medlcel casts and equipment. Because me choose to 
keep her home, me heve to constently battle for financial help 
that Is at the uery leest degrading end often humiliating. 



ftmendmentt te State Mwdlceld P!an! Under fub.L. 97-248, a state may 
amend its Medlceld plan to provide regular Medicaid coverage to disabled children aged 
eighteen or under mho Hue et home and mho, because of SSI deeming rules, mould 
othermlse be eligible for Medlceld only if Instltutlonellzed. fls mith the model maluer 
program, a state must determine that the cost of home care for each child Is less than 
It mould be In en institution. The state must also determine that home care Is 
appropriate for eech child. All children meeting the state's eligibility criteria must be 
allomed to partlclpete, but the state mey discontinue the program a any time, 
ftlthough this approech saves the state the cumbersome process of applying for a 
u«aluer, it elloms for provision only for regular Medicaid coverage. Thus, If a state has 
little In the may of home core benefits, the amendment mill do little to assist pediatric 
patients. 



Another source of federal funding Is Title U of the Social Security Act, the Maternal 
and Child Hea'Sh Services Block Grant, 42 USC Sec. 701 mi. sen.. Amendment by the 
Omnibus fleconclllatloo Ret of 1981, P.L. 97 -35, Title U authorizes the appropriation of 
funds for consolidated heelth programs. Including services for maternal end child health 
and for crippled children. Title U also etlocates funds for the purpose of enabling the 
Secretary of HHS to provide for Specie! Projects of Regional and National Significance 
(SPRRNS). Broadly speaking, these SPRRNS grants focus either on training personnel for 
health care and related services for mothers and children or on research relating to 
maternal and child health services or crippled children's services. 

The Title U block grant gives each state considerable leemay mIth respect to hom 
Its allotment of monies mill be spent, ft 1984 study by the General Recounting Office 
(6R0) suggests that the stetes heve used this fteMlblUty In program spending to 
Increase enpendltures for crippled children's services and/or to OMpand upon the 
services offered. 

Originally, the Crippled Children's Services program mas directed to children mlth 
orthopedic handicaps. Homever, state programs have OHtended their concerns to 
physically disabled, sensory Impelred, developmentally delayed and chronically 111 
children and their famlHes, according to Or. Ulnce Hutchlns, the Director of Maternal and 
Child Health of the Health Resources and Services Rdmlnlstratlon, HHS. The 6R0 reported 
that crippled children's t.ervlces are oftlmes provided on a fee-for-services basis 
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through state health agencies and physicians. Screening, diagnosis, surgicai and other 
corrective procedures, hospitalization and aftercare, as lueli as speech, hearing, vision, 
and psychological care, are among the services offered, said the study. In adiltion, 
some states have directed funds to case management programs. 

Crippled children's services programs appear to be largely clinic-based, but some 
limited home care services are also available. ^PRRNS funds viere also used (n three 
states, Illinois, Louisiana, and Maryland to deuelop systems of regionalized care 
focusing on ventilator-dependent children. 

There grants focused on the transfer of children from institutional settings to 
home settings through the use of multldlsciplinary teams. All three projects empha- 
sized the need to develop and sustain a community-based suppcrt netiuork. in 
Maryland, tha project combined local, state, and regional organizations to create a 
private, not-for-profit entity to facilitate the discharge of ventilator-dependent child- 
ren to their parents or guardians for care at home. Louisiana's program Is based at the 
Children's Hospital of New Orleans. It creates an advisory council consisting of third 
party payors, state and community agencies, and parents, and focuses eHtensively on 
tralnini, of the careglvar who wHl have primary responslblity for ihe child transferred 
from an institutional setting. 

In Illinois, a non-profit organization coordinates the establishment of a regional 
system for facilitating the transfer of hosplMllzed ventilator-dependent children to a 
non-Institutional setting. The Illinois projett promotes development of medical, nurs- 
ing service, casa management, financlai, equipment, family home care, community 
Involvement, and hospital discharge plans, fl SPRRNS grant also went to the University 
of Chicago to study the financial and psychosocial Impact on families of caring for their 
ventllator-depeni«!^nt children at home and to determine luhether the three state 
programs could be used as models In other communities with other types of chronlcallu 
III or disabled children. 



Title KM of the Social Security Ret, 42 OSC Sec. 1397, et «i»o .. authorizes blocic 
grants to the states for various social services. The states are encouraged to target 
programs which, among other things: prevent or remedy neglect or abuse of children 
unable to protect their own Interests; preserve or reunite families; prevent or reduce 
tnappropriata Instltut.dnal care by providing for community-based and/or home-based 
care; secure referral or admission for institutional care when other forms of care are 
Inappropriate. Homemalcer-home health aide and transportation services are among 
those which may be provided under Title HH to supplement medical services furnished 
through Medicaid. 



The Civilian Health and Medical Program of the Uniformed Services (CilRMPUS) pays 
for care for dependents of active and retired military personnel when that care cannot 
be obtained In a military hospital. However, CHRMPUS does not pay for 'custodial care.* 
That term is defined to Include care given to anyone who is physically disabled when 
the disability is ewpected to continue and be prolonged. It also Includes care to 
someone requiring assistance In acilvitles of dally living, care to someone requiring a 
monitored or controlled environment, and care to someone who Is not under active and 
specific medical, surgical, or psychlatii: treatment which will reduce his/her disability 
to the point where the individual c^jn ^uncl^on outside of the monitored or controlled 
environment. 



3- Title HH 



4. CHRMPUS 



72 




217 



Many chronically iii children or padlatric accident ulctlmt fail uilthln 
the daftnltlon cr 'custodial cara* because their disabilities ere of continuing 
duration, in those cases, CHDMPUS peys only minimal home care benefits, 
ftdditloneliy, the Department of Deranse* uihlch edmlnlsters CHRMPUS, uilll 
not pey far custodiel cere even uiheo It it rendered in e hospital. In other 
uforde, if a miUtery hotpitei tfetermlnet thet it will no longer provide cere 
to e chreniceiiy ill ar ditebied child, thet child end hit/her remliy must seele 
cara In the commutiity beceuta CHIIMPUS uiili not pey for It either. 

CHRMPUS mill pey for some equipment end supplies used In the home, including 
nutrition and resplretory equipment. Handlceppped dependents may be entitled to 
benefits under CHRMPUS's Progrem for the Handicapped, but only after they have 
demonstrated an Inability to obtain services from other public programs. Benefits 
under the Progrem are capped at $1,000 per month. Home cere, supplies end 
equipment, anb physical, occupatl mal, and speech therapy services are covered, but 
shift skilled nursing Is not. 



Uerlcus public and private charities eHlst which address the net^'- of some 
portions of the pediatric po;ii:jAtion. The Juven}<(« Olabetes Foundation and the Muscular 
Oystrophy Rssoclatlon of Rr/ierica are two of tht better known organizations that help 
to flit the funding void. Obviously, however, ihe Impact of these organizations Is 
limited. Children with disorders which do not fit within the cheritles' criteria will still 
have to look to other sources of assistance. 

The primery source of funding for pediatric home cere In the private sector Is 
insurance. Recording to the Current Population Survey, u.V. Census, March, 1984, Just 
over siHty-four percent of children aged zero to twelve had some form of private 
health insurance. Such Insurance may be the result either of the family's direct 
purchase, or, more likely. It may be furnished through an employer-sponsored group 
health plan. 

The presence or ebsence of private Insurance appears to be geared largely to 
Income status of the faniiy. The survey showed that race has less to do with the 
probability of coverage than does ihe marital status of the mother, with children of 
single mjthers being more^ likely to be uncovered by private Insurance than their 
counterparts with two parents. 

Of course, the absence of private health insurance does not automatically mean 
there is no coverage for children; they may receive benefits under Medicaid or one of 
the other government programs discussed above. However, it Is likely that anywhere 
from seven to ten million children have no health Insurance of any kind. 

it may also be steted with relative certelnty that chronlcclly III children are less 
likely, on average, to have private health Insurance than children without any limita- 
tions In their delly ectlvlttes. There ere several logical reasons for this assumption. 
First, many employer'Sponsored group plans (the prime source of private Insurance) 
eKclude pre ^Hlstlng i'ondltl0k.«. Second, meny policies heve lifetime caps which are 
easily and rapidly oHceoded by the chronlcelly III or severely disabled child. Finally, the 
policies may simply not tovar the pertlcular conditions Involved. 

Rdaquecy of Insurance coverege Is another Issue, essumlng that the child Is 
covered by privete Insurance. Several factors in the policy Itself ere Important In 
assessing the oHtftnt of the family's potential eHposure: (I) the deductible amount; (2) 
the co-Insurance rate (I.e., how much of the covered services '.nust the family pay 
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for?); (3) catastrophic stop*loss on out-of-pocket eHpentcs (I.e., a cap on the family's 
out-of-pocket payments); (4) couerage limits (either annual, per episode or lifetime); 
and (5) limits on couered serulces. 

Several studies, Including one published In 1985 by the Bureau of Labor statistics 
(BLS) of the Department of Labor, suggest that the large majority of plans haue ouerall 
plan maHlmumt. The BLS study, for cHample, found eighty-two percent of couered 
employees in 19B4 were subjer* to such maHlmum amounts. Between fifty-tuio 
percent and fifty-seuen percent of couered employees had lifetime maHlmums of 
$500,000 or less, an amount quickly distipated by the medical eHpenses of a chronically 
ill child with acute episodes. 

The BL.> study reuealed that, of the couered employees sampled, seuenty-slH 
percent had a stop-loss catastrophic limit. Howeuer, where the beneficiary Is a 
chronically ill child or one seuerely Impaired by accident, the eHlstence of that limit 
only protects against financlei chaos in the short-term. Because the insurance policy 
most likely has a lifetime benefit limit, the family caring for such a child ouer a period 
of years may Ineuitably face financial crisis eHcept In those rare cases where Its assets 
are ulrtually unlimited. 

About fifty ptrcant of amplogaat couerad In tha ILS study had no home 
care benefits. Cuen where such benefits were prouided, most plans had 
limits on the number of ulslts couered. R report by Blue Cross/Blue Shield 
reuealed e median limit ef ninety ulslts per year wlt^ only seuen plans 
couering at least two visits per week. 

inhere plans do couer home health care, there are also some gaps In seruices 
prouided. The Blue Cross/Blue Shield study reported that all such plans couered physical 
therapy, but only seuenty-elght percent couered respiratory therapy: a significant hole 
in couerag 40 someone with cystic fibrosis, foreHample. None of the Blue Cross/Biue 
Shield plans in the report couered hourly ('shift') nursing as a regular home health care 
benefit. 

Euen when a family has priuate Insurance, there Is no guarantee that the benefits 
might someday change, leauing the family in a nightmare situation they could neuer 
haue imagined. That Is precisely what happened to the Fischers of Grand flaplds, 
Michigan. 

The youngest of the family's sIh children, ICatherine, was bom with a genetic 
defect called Trisomy IB. She does not hear or speak or turn ouer In her bed. she 
suffers from heart, kidney, and Intestinal aliments, and Is prone to seizures. Her 
condition requires long-term catastrophic care, and her recurring deteriorating heart 
failure demands constant skilled nursing assessment. 

Beginning in 1976, the Fischers were insured under the Postmasters Benefit Plan, 
available through Mr. Fischer's employment with the U.S. Postal Serulce and under- 
written by Prudential. This plan was the most comprehenslue one auallable to the 
Fischers. It couered up to 364 days per year for care In an acute care facility or an 
eHtended care facility. Prior to 1983, the plan also couered the majority of eHpenses 
incurred for home care. Specifically, the plan paid for eighty percent of the cost 
incurred up to the first SI 0,000 and one-hundred percent of amounts In eHcess of 
SI 0,000. 

In 1983, the plan changed Its benefits for priuate duty nursing In the home by 
placing a SI 0,000 yearly cap on benefits. The benefits for Institutional care did not 
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change, fllong luith other insured remiliei, the Fischers got a one-yetr uiaiuer on 
imposition of the $10,000 limit, but it went Into effect in 1984. 

Until tha time of the chenge, the Fischers had handled Katharine's care therrselves 
because they uientail enil were eble to do so. But ihen. Just as they reached u point 
where theg naedeil to invoke the benefits of their insurance plan, those benefits were 
altered. Ketherine't medical contfltlon worsened that gear, and she was hospit'ilized 
twice In the fail. Her second hotpltellzetlon lested sIk weelcs, and she sues discharged 
on Chlrttmes Cue es a hospice petlent. 

Dt thet time, Katerina'it doctor illdn't OKpect her to ilue more than a few months. 
The Fischers itienteil to Iceep her at home, but her weelcened condition demanded more 
care then thay couiil provide elone. after ell those yeers when they didn't use the 
benefits eueilabie to them now, when they really needed them, they had to contend 
with e $10,000 cep. The money wes gone by eerig May, end it lasted that long onig 
because the Fischers provided virtueiiy ell af the cere themselves. They received 150 
hours of crisis Intervention nursing through i-ilchlgen's Crippiet Children's Program, but 
that eKpired the first iveek af June. Theg eppiied for e model home end communitg* 
besed waiver, but were rejected bg the stete's Deportment of Saclei Services becaue 
Ketherine was Mediceld*ellgible and beceuse the cost of hoi jme cere would not be 
less oKpensiva to th. state than Institutional care (since thet vies covered bg private 
insurance). 

in Julg, 1984, the Fischers temporerilg hed to rehospltelize their daughter 
because the strein pieced on them bg providing 24-hour cere wes compromising her 
medlcel condition. Theg didn't want to put her beck In en institution, but theg had no 
choice. In lha meentlme, they requested support from every egencg end every official 
they could think of. They were eventuelly eble to get $19,000 from e stete mental 
health waiver bg virtue of Ketherine's mentel disability. That wes onIg e pertlal 
solution. Until Pmtfantlei finally agreed in 198i to waive the limit on home care, the 
Fischers were feced with the consient emotlonelly and phgsicellg OMheustlng tasks of 
caring for their deughter, conserving dwindling resources, end reessessing whether to 
melntain her et heme, with the posslbliitg of compromising her care, or 
relnstltutlonallzlng her. lis Mrs. Fischer pointed out in testlmong before Congressman 
Claude Pepper's Health Subcommittee of the House Select Committee on Aging, their 
famllg hed done everything theg could to prepare for the future, but a change in 
Insurance coverage wiped out their efforts. 



Leglsletlon introduced bg Senetors Kennedg end Hatch in the 99th Congress 
addressed some of these insurance concerns. Their bill, tne 'Alternatives to Hospitali- 
zation for Medical Technologg Dependent Children Act of 1985,* S. 1793, was aimed at 
employee health benefit piens thet do not cover medical or other services necessary to 
care e\ home for e child whose life Is dependent on medlcei technology. By virtue of 
the Fmpioyee Retirement Income Security Act (ERISA), such plans are immune from 
state legisletlon. (Onig ebout e dozen states require heeith insurence companies 
writing self^purchase plans to offer home health benefits.) 

S. 1793 mould heve convened an Office of Technologg Assessment (OTA) task force 
charged with deueloplng a model plan for couerage of pedletric home care. The model 
would speclfg services to be covered for the eligible population, which consisted of 
children up to age 21 with e medical condition requiring hospitalization for one month, 
but for the provision of home care, and who are eligible for inpatient hospital coverage 
under an emplogee health benefit plan. The legislation elso declared thet insurers 
would not be required to make eKpendltures for home care greater than those for 
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hotpltal-bated care end that they could place no ilmft on total payments for home care 
which luat lets than any limit placed on payments for Inpatient hospital serufces. 

S. 1793 mandated couerage of the type set forth In the model If. one year after 
the OTII-s recommendation, less than eighty percent of employee health benent plans 
offered similar benents. Other proulslons of the bill dealt with .nonltortng and with 
authorization of $20 million to Title U agencies and other groups to deuelop communltu- 
based services, training, and technical assistance programs. 

The bill Introduced by Senators Kennedy and Hatch was obulously limited In scope* 
It affected only tecnhology dependent children with hospitalization couerage throuqh 
an employee health plan. Still, It was a signincant start In the right direction, and will 
hopefully be revived In the i 00th Congress. 

Seueral states have developed pooling arrangements to Insure high-risic indl- 
ulduals. Including children, up to a maHlmum cost amount. Most states (fortg-four as cf 
1 985) haue enacted legislation to require all group couerage policies to provide for care 
of newborns. Prior to such iegisiotion, many insurance policies suspended coveraoe for 
the nrst two weeks of life while the insurer determined whether to pay for potentially 
catastrophic neonatal cara. As of 1985. thirty states had also passed laws uhich 
prohibit eHciuf^on of chronically ill or handicapped children from benents when such 
children are bom to parents covered by a family plan. 

'nsurancs ccn:panles hsue also eHpiored alternatives to the current cover- 
age si uation. One eHample is the Individual case Management (ICM) Program of the 
Aetna insurance Company. Hartford. Connecticut. 

Dr. Thomas Cuilay. Medical Director of Aetna's Employee Bonents Division, and 
Barbara Metus, HH, its Cost Containment Coordinator, reported to Foundation staff that 
rising health care costs were the impetus for creation of the ICM program. According 
to Matus. lu»U were spending an awful lot of money, but not necessarily in the rioht 
rn." h? • "'kT- ''"'^"S from Physicians who would identify less 

costly altemativas. but wa were so bound by the insurance contract that we were not 
at^le 0 do anything about those cases.- As a result, she said. Aetna developed the 
individuai case Management Program in 1983 to identify altematiues to uery costly 
methods of treatment or places of treatment. ^ ^ 

Dr. Culley eHplalnad that: 

iTihe trend that runs through most of these cases is that there 
are a cign.'ficant number of psople who are in need of 
hospltalizat*on because they are in need of a certain level of 
nursMg care or because they are in need of certain equipment 
that Is traditionally cjaiiabie only In certain kindt of facilities. 
But their progress Is such that they are not In need of daily 
changes of medications, care, to the eHtent that they need to 
have a lot of physician input. 

Uihen the patient reaches that point, where they are more or 
less stabilized, they may be stabilized at a level requiring a 
great deal of care, and even to the eHtent of being in the 
Intensiue care unit. But that care could be replicated in the 
home In some instances, in a less costly manner than In the 
hospital. There has to be the fact, though, that the care can be 
replicated In the home. And It has to be acceptable to the physi- 
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clan, to the pitlent, to the ■mp(oyer, and hat to tn no way 
decrease the quality of the care. 



it it cetet of this netura that the iCM program teeict out. Retna reuiews the 
inturanCB plan to tea if couarage it prouldad for tuch aitamatiuet at home care. Euen 
If thara it na couarage af that typa, the ICM program lulli pick ep the appropriate care 
cottt by going auttida the Inttirenca contract ittalf. *IUhat mm ere batically doing,' 
Cuilay pointed oct, *it eiioiuing the phyticien end heelth cere pertonnei to tell ut what 
tort of level of cere the petlent oeadt, end then lue cen modify ourteluet to meet the 
patlant't needt, rather then heuing to modify the cere to fit our predetermined plan." 

Metttt Indlceted thet the ICM program hendled epproNlmetely 600 catet in 198S. 
She ettlmeted thet half of thote Inuolued children frcm birth to eighteen yeart of age. 
The nature of cetet benoled thomed centlderable verletlon: high rltk Infantt, Infantt 
bom lulth ratplratory dlfflcultlet en6 other congenltel enomellet, and teenage 
quedraplaglct who were the ulctlmt of eccldentt. 

In ona Inttnnce, e tlti<*month old Infant girl with Zellweger't Syndrome and seizure 
dltonter hed been hotpltallzad ttnce birth. iUltli epproual of the policyholder, fletna't 's 
ICM program arranged for home care end for Peymant of non-couered ONpentes for 
training of home nursing pertonnei, tuppllet, incraeted electricity enpentet resulting 
from uentlletor ute, end home health aide Pltltt ouar end eboue the pollcy't 120 ultltt- 
per-yeer meMlmum. ICM reported that $20,000 per month wet teued on thit cate by 
euoldlog inpetlent hotpltel enpentet. 

Another cete Involoed e twelua-yeer old girl who tpent two yeart In the hospital 
for traetment of cerebral eneuritm end e brain tumor, netne couered her round-the- 
clock nurting cere at home et another r Mngt of $20,000 per month, nitogether, Culley 
end Metut ettlmeted that the ICM program ratulte'd In e $36 million reduction In cottt 
tn 1985. 

The benefitt of e flenlble prluete Inturence program like ICM are meatured In 
tarmt other then tfellart. >t Or. Culley pointed out, the pedletrlc populetion It particu- 
larly ameneble to en epproech of thit type 'tlmply beceute the enulronment of the 
home It to importent to the child end beceute».tha chUd't chenging needt and the need 
for the chenging enuiranment..«cen be hindered by continued hotpltellzetlon.* 

The ebvleaa qveatlea It wii| otlier Intuknnce cerrlert do not edopt en 
eppreecii ' like netan'a If, In feet, the caat aeiilngt ere to dremetlc. The 
entnier la tket ethera. Including Cqalteble end John Nencock, heue deueloped 
timlier programt datlgnad te eveluete eltemetlue cere plena. In the cate 
of the Flachera, Pmdentlel elte dementtreted e wllllngnett to accept thit 
epproech. lut the Intarence Induatry, like eny bureeucrecy. It tlow to 
chrnge, end n plen tnch et ICM requlret en ebendonment of traditional 
notlont of the aenctltg of the Inturence contrect. Howeuer, the euldence It 
thet tuch re-eueluetlon of the tten^t^rd inturence policy It forthcoming. 
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Tht prfncIpBl inquiry in any •nalytit of pediatric home cere ttiould be lutiettier its 
effectiveness It equivalent or superior to care in altematlue settings. Ultimately, our 
national obligation is to pursue a fiaaltficare policy that places the Interests of the 
patient and his or her family above all others. 

Certainiy home cara offers a number of advantages over Institutional care. It can 
reduce the risk of infection by removing the child from an environment in ujhich he or 
she is necessarily aMposai to other diseases, in that respect, home care can actually 
be safer than care in the hospital. Home care also provides the child lulth a positive 
environment ujhIch, In turn, promstes the healing process. 

Home cara obviously helps keep a family together. In so doing. It may help to 
remove some of the stress othemiise borne by parents ujho must divide their attention 
betitieen an institutionalized child and his or her siblings. 

Home cara has the potential for offering the chronically ill or severely disabled 
child an enhanced quality of life. It also appears to be a cost-effective eltematlve In 
the vast majority of cases. 

Still, home care is not elujays going to be the appropriate solution. Some patients 
lulli require centlnuous monitoring, making a hospital the most logical locus of care. 
Others may be in a position to go home, but for a variety ef reasons their famines are 
unable to provide proper care and support. In soma instances, patients mho are 
already at home may nand rahospltaiization during acute Hare-ups or for treatment of 
a compounding condition. And there may be times luhen a brief return to a hospital, 
skilled nursing facility, or intermediate care facility Is the only may to provide familu 
caregivers a respite from their responsibilities. 

Any rational policy mith respect to caring for these children must be formulated in 
such a may as to permit Instlttttionailzation or relnstltutlonalizatlon mhen necessary to 
maintain their health. Transferring of these patients to the home setting should not be 
a one*may street. This meens that a comprehensive system of funding must be 
designed so that the return to an Institutional setting, mhether fore day or a month, 
mill not adversely impect on the patient's eligibility for assistance either then, or mhen 
the petlent Is subsequently ready to return home. 

Despite these caveats, cara In the least restrictlue environment — the 
home — sbauld be the goal nilienever appropriate. It Is the best solution for 
keeping a family together, for providing a stimulating environment for the 
pediatric patient, aad for creating the supporting and loving atmosphere 
that should be evekn child's birthright. 



in addition, home care may often be the best solution from o medical and 
psychological standpoint. Scientific evidence in favor of one care eltematlve or the 
other is hard to come by; homever. the best study to date, reported In the June, 1984 
issue of f gtf/gfr/Cf. concluded that pediatric home care made a positive difference for 
children mith a chronic Illness. 



Blbart Cinttein coiieoe of MadiHi^-grnnH Mtmirip^n 
Hotnitei ttudy 



78 




223 



The sMjdii uiei performed in conjbiiction with the flibert Ciniteln Coliege of 
Mediclne-tronK Municipal Hoipital, BronK, New Voric, end euaiueted the noipitai't 
Pediatric Home Cere (PHC) Unit. Kccordlng to Its euthort. Or. Ruth E. i(. Stein and Or. 
OorAtr«i| Jonet Jetiop, the ^tudy resulted from the feet thet 'lalithough there hat been 
tignlflcent biomedlcel reieerch geered to preuentlon, treatment, end cure of ipecific 
conditions, there hat been little research aimed et ameliorating the secondary ps>j:ho- 
logical and soclef consequences of chronic childhood Illnesses end understanding the 
psychologlcei end social effects of eHemate forms of heelth care deiluery." {"Does 
Pediatric Home Cere Meke A Difference For Children With Chronic illnesses?'. 
PgdIatHf 73-t45-53 (June, 1984)1 

The PHC program prouldes comprehenslue end Integreted medical, psychological, 
end socle! services for • wide range of children with chronic Illness. It was organized 
on the premise thet the concerns of families with chronlcelli| 111 children crossed 
specific diseese cetegerles, end it seeks to Inuoliie the femlly in teking responslbiilig 
for Increesing espectf of menegement end informed declslon-meklng with the health 
care professloneis. tut PHC's services Include monitoring of the petlent, deiluery of 
direct services, teeching of therepeutic programs to both family end petlent, coordina* 
tlon services, petlent eduocacy, heelth educetlon, end support. Cere Is administered by 
an Interdlscipiinerg teem consisting of e pediatrician, pediatric nursu practitioner, and 
the patient's femilg. 

The reseerchert developed a pretest-posttest eKperlmental design for eualuatlon 
under e grant from the Metemal end Child Health Crippled Children Services Olulslon of 
HHS. Children with dlegnosticaily heterogeneous chronic physical conditions were 
assigned in random feshlon either to the PHC program or to the stendard cere auallable 
through the hospltei. The reseerchers then obtelned data, through e series of struc 
tured Interviews held et specified Inteuals, which focused on: (1) setisfection with care; 
(2) child's psychologlcei adjustment; (3) mother's psychietric symptoms; (4) Impact of 
the illness on the femily; end (5) child's functional status. 

Ors. Stein end Jessop concluded that: 



petfletric heme cere Is effective in Improuing the 
tatlsfectlon of the femiig with cere. In Improuing the 
chlld'e pegchologlcel edjuetment, end In lessening the 
pegchletric egmpteme of the mother. The functional 
etetoe of the children wee equelly well melntelned In 
both groape, end there wee no signiflcent difference in 
the Impect ef the lllneee on the femily between the two 
groupe...Such e home cere progrem con be en effectlue 
intervention for minimizing the soclel end psychological 
consequencee of chronic Illness, fid .l 



There haue been e number of ertlcles In uerlous medical publications, Including the 
Joumn'i of Pmdlmfrlt*. In Which cllnlclens heue contended thet home care is more 
advantageous than Institutional care formedlcelly stebie children. These articles houe 
eKpressed the beliefs of their euthors thet children who ere cored for at home make 
faster medical end deirelopmental progress than their counterperts In hospitals. ISee . 
e.g.. Goldberg, et aL . "Home Care for Life-Supported Persons: fln Approach to Program 
Oeuelopment," yiQumal of pgdiatrfct 104:785-95 (May, 1984)] 

These opinions in the lltereture were reflected time after time In Interviews of 
pediatricians and other carctjivers conducted by Foundation staff. Obviously, the frariie 
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0 We ;iaue teuerol children who houe different diteatet, but 
baticaily the same problem, that being uentilator depen- 
dent Ichlldrenl who are In the home setting. Ail of these 
children haue made tremendous developmental gains since 
they haue bean home. They haue picked up normal skills 
that children learn, such as walking and so forth, which we 
were unable to achleua here In the hospital and they haue 
echieued In the home setting, find the reason for that it 
because of the normalcy of the home nurturing environ- 
ment which we cannot dunlicate here In the hospital 
setting as much as wa try. 

Now, in the case of Ryan, when he left the hospital here, 
after being here for three years, Ihel was not walking 
without h«lp, and he was not, did not haue the motor skills 
that he has now. His speech has markedly improved, and 
all of these things haue been learned at home in the normal 
home enulronment. 



Clinton Is another young man who has multiple major 
congenital problems and the one problem that has made 
him hospital bound in the past Is, like Ryan, his respiratory 
status. And Clinton also has been home on the home 
program, not as long as Ryan, but has done uery well. Rnd 
he, Intellectually In part!t.ular, and to some entent In terms 
of motor sk**ts, h^c made aduances far beyond what we 
thought he wouid. 

0 Our eHpertence Is that In terms of infection, In terms of 
nutrition, and in terms of the child's deueiopment, including 
cognltiue deueiopment, the home it a better place than the 
hospital. 

0 [Tlhere Is nothing you can do to this institution to make it 
Into a home. Now, we haue tried to make a step by doing 
some tpeclai thlngt. lUe haue a tpeclai area within our 
nursery where our long-term kidt are kept. Thit it an area 
that hat euolued, really by an Interest in our develop- 
mental tpeclailttt and in the nurtet, for trying to give 
thete children an Infancy and childhood with their health 
care In the background. But that ttIM it not home, and we 
haue found, uirtually euery time, when we have taken a 
child end tuccettfully were able to do the logittlct of get- 
ting home care arranged, that that child maket Incredible 
adaptations into the home tituetion, both phytiologlcaiiy 
and, more Important, deuelopmentally. 



The case for pediatric home care is best made In human terms, in the advantage 
to the handicapped child and to hts parents and siblings of a warm, personal, and 
loving environment. Rs discussed elsewhere in this report, medical enperts feel that 
the child's prognosis It improued when he or she can be cared for in the home. Not 
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only does the physical and emotional support that the family unit can prouide help to 
relieve some of the stresses and strain which necessarily result from a serious 

^Ilill «« • ! '"""^ •'^e medical condition 

aciuaiiti Improues In many instances. The groiuth and deuelopment of Katie Secleett. 
for enampie. haua aKcaaded the most optimistic eKpectatlons. The chance she has had 
to Interact uiith her parents and uilth other children has contributed In no small 
measure to her miraculous aduancas. 

Homeuer, the aduantage of home care ouer hospital care can he measured In 
monetary ternis as mail. Study if tar study raueals that proper care can be afforded 
the chronically ill child at home for a fraction of the cost of Institutional care. Katie 
Beclcett s transfer back to her home saued the gouemment approKlmately $10,000 a 
month ouer the cost of treating her in the hospital, fl few of the other documented 
case saulngs are set forth beloui: wmemeo 

fl. Sonia 

Soma ufas ten years old uihen sho uias struck by a car tifhlle crossing a street 
near her home b Indianapolis. Indiana. Kn off-duty fireman kept her allue by prould- 
Ing artificial uentllatlon at the scene of the accident. Once she reached the hospital 
Sonle was saued by the recent aduances In emergency medicine, critical care, and 
r^esplratory rehabilitation. She suffered a complete seuarance of her spinal cord at 

rf.i?f " '"^""^ • •'^"'^ •9«>' In soma s 

injury left her a quadriplegic who needs permanent total lifetime reliance upon e 
uentlietor. 

institutional care for uentilator-dependent cord Injured persons is costlu. fin 
a ternatlue for care particularly for children, is home care. In Soma's case, the cost 
effectlueness of that option was dramatic. 

During her eight months of hospital care, sonie s costs amounted to $291,411 
S?5*nnJ'. "JUJlfn^'""^ «tabilizad In the hospital, the monthly costs ranged from* 
lll:VJnn?^'T : " •"•"g» 0^529.115 per month. At home, the costs forSonlaT 
care during the first month was $19,921. reflecting aKpenses relating to the purchase 
Of equipment .nd 24-hour priuate duty nursing care, for subsequent months. 
lurr^^!l V'^f.^ ^';^°Jl- consisted Of the rental of equipment? , he 

fr.nJn«f»rH""""* fourteen-hour.per.day priuate duty nursing costs, and related 
r.mB*rIl.. ? "I- bottom line It that for aa eight month period 

camparab ia ta the laRgth af $onio s hospital stay, home kaaith costs ware 
$56,327. Just mnataan percent of the total Hospital costs. The auaTaqe 
« ".^Ull .'.n " aquipmant purchase .„d serwices w„ 

stibnVzatiM "^'"'"^ •«'«>^B« monthly coat in the hospital after 

B. Manjln fi. 

Maruin Is a teenager lluing in Oklahoma. When he was Hfteen. he was popping 
wheelies on his bicycle - a common actiulty among fifteen-year old boys. Maniln 
though, fell and sustained a high spinal cord Injury. He was left a quadriplegic, with 
no moiiement or sensation below his neck. Haniln Is also unable to breathe on his 



ouin. 



He uias in the hotpltel for eight months, during mhich time his medical bills 
totalled $194,000. The state of Oklahoma, through Its Crippled Children's Serulces 
program, pays for Maniln s supplies and equipment at a cost of about S200 per month 
Fint, though, his family of flue, m)th an auerage monthly income of $1,100 must spend 
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douin $470 per month and mutt pay for all out-of*pocket medical eHpsntet. His 
nursing care, If he luera to have the amount needed to assist his family to care for 
him, mould cost approHlmately $800 per month. No program plclcs up those costs. The 
absurd ratuit is that a combination of fadarai and state doiiars couered 
mora than $24,000 par montH af institationaf costs, but itilil pay oniy $200 
par mon^b to baip keep Marvin at bama uiith his family. 



Robert luas bom In 1983. lie suffers from a rare and severe form of muscular 
dystrophy and requires the assistance of a ventilator to breathe. 

Robert's fr ther, Miiee, Is In the U.S. Nauy, and luas stationed In Ulrginia when 
Robert was bom. Robert spent eight months at Children's Hospital of the King's 
Oaughte.'s In Norfolk. Howeuer, luhen his parents talieed tr the hospital In Octobar 
1983 about the possibility of bringing Robert home, they uiere told that neither the 
hospital nor the state of Ulrginia had the necessary resources to enable them to care 
for their son properly. Mliea and Rngle 8. luere forced to move their family to 
IDashlngton, D.u. where Robert could enter the home care program at Children's 
Hospital National Medical Center. 

The military's health Insurance program, CHRMPUS, paid for Robert's stay In the 
hospital Intensive care unit. 

Recording to hit mother, Rngia, tba cost of this care mas $1,200 per 
day, or $438,000 per gear, in addition, physicians' coats in the hospital 
came to $18,000 par gear: a total of $456,000. Robert's home care costs 
were $57,500 par gear, under fifteen porcant of tba pricetag for 
hospitalization. Vat CHRMPUS capped home care payments at $1,000> not 
enough to get Robert out of the hospital. 



Lauren hat a mal-absorptlon problem end Is dependent or, an Infusion pump for 
her nutritional needs. Her family had to move twice before It found a state 
(Massachusetts) that couered Lauren's care. lUhlle In the hospHal. Lauren's bills 
averaged $320,000 per year. Her home care cost Is estimated at one-third that 
amount. 



Baby Jonas was bom prematurely in Selt Leiee City, Utah. She needed a ten>day 
It^ antibiotic therapy treatment. The cost to Medicelc* for having this treatment 
provided at home by a home health nurse on a ttulce-a'day basis mould have been 
about $65 per day. However, Utah's Medicaid program specincaily eMciuded twice-a- 
day home health nursing care and therefore refused to pay for the treatment at 
home. Instead, the baby remained In the hospital for the ten days at a cost of 
betmeen $150 and $300 per day. 



Sally was an eight-year old who went into a diabetic coma lasting for two 
months. Ulhen she aviaicened, she was unable to moue or speaic. fitter four months of 
r^^pitellzatlon, Sally mas discharged to her home, fit that time, she mas totally bed- 
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?t?!1.!:*!lr K • ?."''k"^ '"^^ " <««^h"«<omy. The horn, care program, which began 
the day of her discharge, Included speech, nursing, occupational and physical therapy. 

Fifteen months later. Sally had no feeding tube and tuas learning to feed herself. 
She mas aisc learning to speak all ouer again. Med she remained In the hospital for 
1« a'tM^; of7//%T"M "«« 5286.200. Her home care for the fifteen months 
cost a total of $22,162. More Important, the family relationships end supports that 
I!L*.?.*?*? enulronment could not haue been realized In the hospital. 

Sf«?Ji« tt^'i'-nt-get. although her InsUtutlonal costs mould haue been com- 

pletely covered, her home care agency had to subsidize some of the S22.I62 until 
Sally s family became Medicaid eligible. »^^,io^ until 

6. Mary T. 

Mary suffered from multiple problems, including lung disorders. Her hospltallza- 
u^^^V'u^ Children's Hospital National Medical Center In Washington. O.C. aueraged 
562.463. Her home care costs for the first four months auereged $i,500 per month 
and dropped to Si .000 per month thereafter as her condition Improued. 

H. KuthnHnp r 

TH.«mM ^/'^r *„**'^ multiple Impairments, the result of a genetic abnormality called 
leiSral LI u ?^ dMerloratlon of her condition In T983. she mas hospitalized 
i«n. .!L u"^'J".V at • tf«"y cost of S392.55 eHcludIng ancil- 

ary serulces. Her dally mte In the Intensive care unit mas S725 per day. In contract, 
the cost for home care nursing was S200 per day. ».uii»r«».». 



i«.fi*!m!f5i"*f M° "re comparisons, there haue been a number of 

iuJ^^iJi..^ Which also shom home care to be cost-effectlue. The folloming 

summaries ere eMamples of these studies. iui.uu.iiis 

?. ftflRT Xtiiily 

II twentii-state botpltel survey reieesed by the Hmericeo Association 

los'lno".E mi"? ^"""^^ th.t M.X.r./M.d^^^^^^ 

losing millions ef do':ars ennuaiiy bg not pagi^ig for cero of uentiietor- 

nation s 100,000 resp rotory thereplsts end technicians) found the euerege 
cost Of cere for uontiiotor-dependent porsont uiot $270,130 per person per 
yaar in o hospitei uersoa $2M92 per person per yoor ot homS. 

The «BRT survey Identified l,9V2 chronic ventllotor dependent patients lii tmentu 

S25o'5o^?."! '^'"^ " ° 9» homr Based on Jhe 

$250,000 PBrp«r*on annual savings, RRRT estimated the annuel savings for this grouv 

l^Z I!l°.f nf'I! «tlmoted that this group represintfonlS 

about half of the total ventilator-dependent population mhlch Is medically otie to qo 
home. The survey defined a 'chronic ventilator-dependent patient' as one mho 
requires some ventilator support mlthln a ?4-hour period for at least 30 consecutive 
flays. 

The suntey also gave speclHc results on ventilator-dependent children age 17 or 
younger. Of the 1,992 'hronic ventilator-dependent patients Identified in 20 states. 
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15.6 percent (or 310) mere in the 17 or under age group. Of *hote, 91.6 percent (or 
284) were hotplt&llzed. find of those, 16.8 percent (or 48) were medically abie to be 
dlscha^'ged from the hospital and appropriately cared for at home. 



fl study of siM families with children less than 18 years old was conducted In 
Massachusetts In late 1980. In each case, the child required uentilator assistance for 
at least part of the day and llued at home. Each of the parents enpressed their belief 
that bringing the children home from the hospital had a beneficial effect on family 
relations. The home care costs ranged from $1,000 to $75,000 par year per child, which 
were fifty to nlnety-flue percent lower than hospital costs, which ranged from 
$1 50,000 to $400,000 per year par child. 



Or. Alien Goldberg of Children's Memorial Hospital in Chicago presented seueral 
case studies of cost-effectlue home care for ontllator-dependent children at the 
Surgeon Generels *IUorleshop on Children with Hendlcaps & Their ramities. Case 
CMample, The Uentllator-Oependent Child' held in Philadelphia In December, 1982. The 
results of those case studies are set forth below: 



1. Cete I 

Patient O.UJ. - flge et discharge ' 3 years, 4 months 
Condition: Partially uentllator-dependent 

- 1 hour 'free time' 

- 35% oMygen support 
Olscherg • Oate: 9/10/79 

Hospital Care Co; s 

March 1 , 1 979 - Rugust 3 1 , 1 979 

1t4 days (6 months) 

IntensiueCere $ 67,550 

Phf.mecy 990 

Red^alogy 260 

Leborotory ^760 

Central $Mpply 1.490 



J. Ma««achutBtt« Study 



K. Children « Memorial Hoinltai. Chicago 



flesplratory Therapy 
Physical Therapy 
Cardiology 
Take home drugs 
Non-couered services 



65,190 
2,450 



30 
20 



TOTfiL 



$M0,000 



lliJLflJIQ 
6 months 



$23,330/month 



<1 40.000 

184 days 



$760/dfiy 



8, 



0 
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Home Cere Costs 
January 1, 1981 - June 30, 1981 
181 Oays (6 months) 

^"»^'"9 $ 31,680 
Central Medical Supply 

Life Care ,560 

CMH ' 



2,930 

Oerton Research • ^*370 



RRMEO 
Rerton 1 

Marie Lynch iftjj 
TOTRL $ 42^070 

S12.Q7Q - $7,0l0/month 
6 months 

i^ZJOSl - $232/day 
181 days 



2. Case 11 



Patient M.S. - Rge et discharge - 1 year 
' ventilator et night 

- diaphragmatic pacers during dey 

- no oKygen required 

Oischarge Oate: 6/1/81 

Hospital us. Home Care Costs 
6 month Cost Comparison 
Private Insurance - Midwest 

Hospital Costs 

mi 

$189,250 
182 days 
$1,040/day 
$31,540/month 



Home Care Costs 

mi 

$45,630 
184 days 
$250/day 
S7,6lo/month 



inf..^':-.?"!*'^*''' •I" gemeral, the cost of hospital acute or 

intermedlete cere hes risen by eighty-four percent in the precedinq flue 

?a":S;«?i";;^"' .cute* care anS 

to about $745 per day for intermediate care. The cost for care at home 
hotiieuer, hed remained et ebout $250 per Cay inltiaiiy after transfer and in 
time dropped to under $200. 
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L, Primuru Chndrcn'^ Mgdicat Center. Utali 

In thi tpiing of 1984, PCMC did a cost cnmpsrlton study Inuoluing patients In the 
hotpltal that could benefit from pediatric homi; care terulcet. The hoipital reuieiued 
patieiitt from all teruica areas of the hospital. Including Infant special care. 
uentUator-depondent children, medical surgical patients, etc. The study concluded 
that thlrd-part{* pagors combiRad, iRcladIng Medicaid, could saue as much 
as $900,000 par gear in liospital anpansas If thasa children uiere inuolued 
in homa cara programs. 

M, lllinoli Demonstration Program 

During an October, 1983 symposium on the ventilator-dependent child, George 
Kouba, EMecutlua Director of Children's Home Health Netuioiic In Illinois, discussed the 
results of t stateiulde demonstration project In conjunction with the Division of 
Services for Crippled Children (State of Illinois), Children's Memorial Hospital (Chicago), 
and La Rablda Children's Hospital (Chicago). Tba stndg reuaalad that over e four- 
year partad, the State of iiiinois saaad mora than $4 million treating ten 
vantliator-dapaRdaDt children tuba ratamad boma. Recording to Kouba. 'These 
savings are based on the assumption thtt hospital Intensive care for a ventilator' 
dependent child average $30,000 per month, compered lulth $8,000 per month for 
home care.* Illinois statistics and other data collected by similar home care 
Initiatives natlonivlde suggest 'about a seventy-flve percent drop In eMpenses when a 
ventilator-dependent child Is brought home,* Kouba said. 

N. MaiT^iand ilentllator Project 

The Coordinating Canter for Home and Community Care, Inc. (CCHCC) reported 
1986 averaye hospital costs of $1,000 per day ($30,000 per month) for children who 
are depandant on ventilators and other respiratory supports. TYie estimated cost of 
home care for these children was $12,000 per month. Including 24- hour nursing, all 
supplies and equipment, and allied therapies. 



The abova-rafaraRcad studies era not aR aNheustlua account of the 
c^mparlsaRs that have bean made battvaen In-bospltel care and care In tho 
boma. Tba^ da, tbaugb, represent e consensus nt opinion that the home 
care option is one wblcb caR offer significant rest ^nu^n^t. 

The dramatic dIffaraRcas ie casts are due la lorge part to over- 
utilization of samicas Ir an iRstitutlonai setting. For anainpla, c child In a 
hospital racaivaa 24-haur par dag nursing couayt^a. If that child is in an 
intensive care nalt, tba cavaraga Is ORa-OR-ona. In o stap-down unit, the 
coverage mag be oRa-to-tv*'* or ORa-*to-thraa. 0 home health nurse, 
though, makes a visit twG three times a weak maKlmum for a large 
pacaRtege af pediatric ra natlants. Tba visit may constitute 

approKimataig one hour 9n care. The cost difference between 

three hours per week of t cere ead 24 hours per dey seven days a 

week is obvious. Rod of v his comparison seys nothing about the 

overheed costs of iiu»p!t^'i such es room and board, which are 

significantly lower In the home setting. 
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Utt obulQat era tema of tha othar raatont ttihy noma care It more 
cott effectiue then Inttltutlonel cere. The former retuitt in e decreeted 
number of rehotpltelizetlont. In decreeted length of hotplteiizatlont In 
decreeted Ineppropriete ute of the emergency room, in the preuentlon of 
compllcetiont of the prlmery diegnotit, end Improued medlcel compliance. 
Thete fectort, in turn, reduce the ouerell cott. 
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utii. sgRuirg coMPQNPsrrs of prniflTBir home crre 



Bduancet in midlcil technology, coupled with the pending eppllcatlon of ORG'S to 
the pediatric communltg, heue resulted In Increasing numbers of medically fragile 
children ieauing hospitals sooner and sicker than euer before. Home care is fast 
becoming the chosen option for these children. Prouislon of cere In the home to 
medlcelly fragile children moHlmlzes the child's potentiel for uiell-belng. The questions 
thet challenge the health cere community ere: to what degree does pediatric home 
rare differ from the traditional home care epproech, end to whet degree do our public 
policies reflect these needs? This country's pride In the prouislon of optimel care to its 
children Is surpessed only by the unconditional posltlue ualue It places on the family 
unit. Presenietlon of the family as a uitel Institution In Amerlcen society Is paramount 
amoung our national priorities. 

It Is for this reason thet we cannot afford to ulew pediatric home care with 
tunnel ulslon. The traditional epproech to the prouislon of home cere must be eHpanded 
when we look et pedletrlr home care. Failure to recognize end foster the prouislon of 
the multiple serulce components of pediatric home cere pieces the children and families 
who could benefit from home cere et risk. Home cere must be uiewed In Its totality. 
Physical* technlcel, economic, social, deuelopmentel, end educational needs must all be 
addressed to ensure that home cere Is e uleble option. 

For the medically freglle, technology dependent child, the trensltlon from the 
hospltel te the home cen be e comploH tesk. The Identlficetlon end coordlnetlon of 
community retourcet euellable to the child end femity ere ultel In ensuring continuity of 
quality cere. Tlie euelleblltty end quality of such resources tfari| greatly. Kany fectors. 
Including economics, politics, end socletel ettltudes, contribute to this di.vrepency. 
£uen programs which ere financed In part by the federal gouemment, such es Niedlcaid, 
haue eligibility requirements thet uarg from state to state. Such leek of continuity end 
fragmentation of services contribute to the eiready difficult task of coordinating home 
care. 

Recognition of e femlly's needs when caring for a medically fragile child Is the 
first step In assuring the prouislon of necesserg serulces. Regerdless of the strengths a 
family may bring to a crisis situation, a child's hospitalization, home care, and chronic 
Illness constitute e highly stressful situetlon for both indluiduals end the femlly. The 
eHtraordlnerg demends on time, energy, end flnences, coupled with the psychosocial 
Issues of caring for a medicelly fragile child, place the entire femlly In e position of 
uulnerablllty. To moHimlze the potentiel for the successful Implementation of home 
cere, public policies must reflect the need for long-term eualtablllty of the following 
comprehenslue serulces: 



Home care demands Interuentlon twenty-four hours a day, seuen days a week. 
Caring for children assisted by oHygen, apnea monitors, uentllators, gastrostomy tubes, 
tracheostomies and similar equipment is eHheusting end draining. These children also 
require constant medical, emotional, therapeutic, and educational Intervention. The toll 
taken on families who face such a challenge without help can be deuastatlng. 

Respite care serulces, seruices which proulde relief care to children and families, 
an recognized by recipients of home care and professionals in the field as an Integral 
part of comprehenslue pediatric home care. Howeuer, throughout the countrij respite 
care seruices are fragmented, limited by population, and non-reimbursable by Medicaid 
and/or third party Insurance. In Maryland, for eHomple. respite care Is offered to 



R. RgtDlte Care 
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I ?^M.V« '"•i; I"!!!?..?^ ^ ^ • y"»'' i^ayment it bated on 

S..ih..H' ^"^'''""tf requlrementt ttste thtt a child mutt be deuelopmentally 

in^HHnn"'' '^^II"'" '"•^''"^ intenientlon. For thote children and famlllet 

I!Ji^ti«2 '""I! P*'' more than minimal medical 

attention, and/or hauing hmlted financial ratourcet, tuch cart It not aualiable 



In Ulathlngton, OX., Lutheran Social Servlcet prouldet in-homa retplte care to 
Wantmed at either et-rttlc for ebuta or mho actually h«ue a 
hittory af abute. The program it tupported by the Notional Council on Child Abute and 
Lm..?!!!'"?" ^•":'"«- Medically fragile chlldran ere therefore not eligible 

m V, "'•"'•^ " Potentieliy or ectiveiy ebutlue. Aito loceted In 

Uiathlngton O.C. It the Kennedy inttitute. Thit in-homt retplte care program toriMcet 
deualopmanteliy ditebled children end edoletcentt. Chlldran requiring medica 
Jl?.?L".Vh H^llu '"y^'*' n^t^lcUu fragile child end famiry are 

l^J "'l*' auellablllty mhich Incraate rather then decreate a 

?hiim. L? •«»""y to manage e child t care. The lock of 

euallebi llty of retpita cere, Incontittant eligibility requirementt, end nttle to no 
flnenciel ettlttance contribute to e famlly t fruttratlon end ttrett. 

B, aifiimfifiiifn Rft; [finy y;nrn wnd nmnff ammflpfup ntt 

The trend toiuerdt home care for chronlcelly III children contlttt of a terlet of 
objectluet: to helP thete children moue ta their homat or ta enother 'bett' tetthig; to 
maintain the child t medlcel end toclel ttabllity in thIt totting; end to focut on the 
nteret t af tha child and fen^ily rather than an the interettt af heelth profeItloni?t 
ntti utlont^ or third perty payon. Home cere refer, ta the afforl to piece . chi 57n ?h; 
^IlLrnVl^'"?' - l«. Uihere he or the con bett deuelop imiS 

receiuing direct cere from edequetely tupporlad end tapportlue caretakers. The leatt 

"JtVl\'Z ;Hi?^'":^''f.^ ThIt teSuence of prtontlet mu ? be 

retained in the betic definition of home care, i^ublic policy m'Jtt elto recoanize that 

inuiJonmrnt-r-* -'"V-W'/""*"-' there ere iSadal^uete nV.nc7al7e»;^^^^^^^ 

;rn!,!n. H*"' ^•''.^'•■^'•«' emotlonel contlderationt, or en mobility to proulde 
conttont and contlttant care of tuch e compteK neture. 

Addltlonelly, meny famlllet oKperlencIng a critit of one kind or enother tuch at » 
perent Inuolued In en euto Occident, the birth of a neui tibling, or Tdeath In t^rfamllu 
haue no aitamatlua but to rahotpltaiize their child for the duration of the critl. TWt it' 
a to tnia for femlliet mho detire e femliy uacatlon or mho need" brief retpMe from the 
V/V.IV "'^"^ " '"'^'""y f"»9"« tWifl. qnallty home care mutt ad7«t theTeedJ 

.Ton?'* "^^'P'"'* t'** "«t«Ht Of a tcotlnuSm of care ranging from" ^^^^^^ 
ollzatlon to care at home luith minimal Intervention. innnuwon 

— Pttifchntnclal int>^ryf ntfffn 
Common retpontet to caring for e medically fragile child Include: 
a parental diteppolntment, thame, or guilt 
o parental retentment cm- anger 

o ouerconcentration of attention on tick the child resulting In 
fatigue, deprettlon, and family Impouerishment 
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0 distortion of fomlly life uiith respect to luhere to Hue and 
luhat to do 

0 sibling rasontmont 

0 sibling grief end depression 

These common, normel responses are further oMecerbeted by financial and case 
menegement demends. illlthout the euellebillty of professlonel services to deal luith 
these Issues, e child end femlly ere prone to seperatlonr unmanegeeble stress, and 
rehosplteilzetlen. For the Inner city femlly, the problem Is lueree; eireedy faced luith 
poor housing, unemployment, Ineccesslble transportation, high-risk nelghbortioods, and 
limited heelth resources, the presence of e medlcelly freglle child minus the necessery 
support con tip the sceles. Ulthough It Is luell documented thet the Interuentlon of o 
trained soclel luort professlonel con minimize the crisis by providing coordinetlon, case 
menegement, end counseling, public policies do not ensure the provision of such 
services. 

In October, 1986, the Neiv Jersey Stete Medicaid Office released e memo to all 
stete egencies administering the Medlceld program. Included ivas the rotloivfng 
statement: 

Medlceld soclel services mey not be covered under Medicaid as a 
home heelth service beceuse they ere omitted from the 
reguletlon's definition of home heelth serulcet. Therefore, they 
meg net be billed es home heelth services. Moreover, to the 
ONtent thet costs of medlcel social services which ere not 
teperetely billed, but ere Included es edmlnlstratlve costs, ire 
ettrlboteble to specific services to specific petlents, they also 
do not qualify for FFP. 

Such interpretetlen is common netlonwlde. The effects of the restricted use of 
social wort intervention on the femllles of medically freglle children are devastating. 
Once egain, the question thet must be eslced Is: to ivhet degree do our notional policies 
reflect our national values end priorities? 

D. education 

The education of medically freglle children Is a relatively neiv development. Rs 
the groiving populetlon of technology dependent children approaches school ege, lue 
ere feced ivlth chellenges end dilemmas. Historically, handicapped children heve been 
essured speclel educetion privileges under Public Laiv 94-142. Hoivever, es currently 
Interpreted, rub.L. 94-142 does not meet the specific medical needs of many of these 
children. 

Handicapped children ere those children eveluated es 'mentally reterded, hard of 
hearing, deaf, speech impaired, visually hendlcepped, seriously emotlonelty disturbed, 
orthopedlcelly Impelred, other heelth Impelred, deef-bllnd, multl-hendicepped, or es 
having specific learning disabilities, who beceuse of those Impairments need speclel 
education end releted services.* *Other health Impaired* Includes conditions which 
adversely effect a child's aducetlonel performence. If e child's Impeirments do not 
Interfere with the ability to learn In a regular classroom environment, that child Is not 
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contldirid to need special educetlon. Because related serulces are defined as services 
required to assist a handicapped child to benefit from special education, a child who 
does not qualify for special education Is therefore Ineligible for related services. Rs a 
result, medfceliy fragile children may not meet the eligibility requirements for P.L. 94- 
142. These children, houieuer, require entenslue services in order to pertlclpate in and 
benefit from schoot 

One of these services Is nursing. For eKampie, consider e ventilator dependent 
child who receives eight to slKteen hours of delly nursing In the home. This service Is 
covered by Insurance. Entrance into e school program requires that nursing assistance 
continue during school hours. Such coverage is rarely provided by insurance or 
educetlonel policies. iUho then poys for the medical covarege nocessery to eilow the 
child's pertlclpetlon in e school program? Or, consider a child racolving eight hours of 
nursing cere et night. The femily hns selected this shift of nursing cere to ellow 
continued deytlme employment end nighttime rest. Entrance into e school program 
requires the edtfltlon of eight hours of nursing cera, got tho increase Is not covered by 
Insurance policies. The family is forced to essume nighttime cero ivlttiout support In 
order to elloiv the child to enter a school program. 

Therapy Is another service the provision of ivhicti Is complicated by the needs of 
the medlceily fragile child. Therapy Is provlde4 by school personnal to the oKtent that 
It complies with a child's Individual Educatioi. «*rogram (i.LfJ. Houiever, chronically III, 
technology dependent children have iong-term medlcel end rehabilitation needs 
requiring daily Intervention. These services ere rarely evailabia through the school 
system. Contlnuetion of home cere therapy Is often denied once a child enters school 
and Is no longer determined to be homebound. 

Consider the foiloivlnR scenerlo: Twelve-yaor-old Johnny is a hemophiliac 
requiring dally physlcei ther.ipy. Johnny's mother is en elcohollc end e prostitute. 
Johnny lives with his grandmother, but she Is uneble to follow through with the 
recommended delly enercises end other therepeutic intervantions. Therefore, 
errangements wera mode for tha physlcei therapist to visit Johnny in school. School 
personnel rafused this arrangement beceusa of Increesed liebllity aiipesura. Hediceld, 
steting thet Johnny ives no longer homebound, denied ongoing home visits by the 
therapist. Outpatient physlcei therepy wes not en option due to limited trensportetlon 
end the unstebie femliy situetlon. The child suffers es e result of Inadequete policies 
and lack of servlcas, availability, and coordlnetlon. 

Other common services needed by medically fregile children In school Include 
speech therapy, occupatlonel therapy, psychologlcally-orlanted thereples, transpor- 
tation, environmental edeptatlons, and vocationel counseling. These are considered 
'reieted services* under P.L. 94-142. They ere not guaranteed serulces for the 
technology dependent child not requiring special education. 

It Is clear that new policies must be developed to meet the specie! aducetlonat 
needs of the medlceily fragile child and the family. lUlthout such support, children are 
placed in the center of the growing conflict emon educetlonol facilities, health care 
providers, and families as to what services ere necessary and who Is financially 
responsible for their provision. 



Tredltionally, home crre Involves the provision of nursing, physical therapy, 
speech therapy, occupational therapy, and social work serulces. Rarely do we consider 
the Involvement of the paraprofessional when we talk of pediatric home care. Vet, as 
crucial as the traditional medical services ere, they elone cannot provide necessary 
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tolutlont to the compltH and tptcUllzed needs that challenge prouldert of pediatric 
home cere. Ulthough the inuoiuement of the pereprofetslonei In the proultlon of home 
cere to medlcelly fragile children foster* comprehentiue care, public policies do not 
etture such Inuoiuement. Oar uleiv of home cere it commonly split beta;een the 
*medlcal* end *tcclBl* etpectt of cere. Medicaid and insurance coverage often support 
medlcel services elone. Piecing the skUled. medicel cere at the top In terms of priority 
end importence, and relegeting the unskiiied, soclel services to the bottom replicates 
Institutionel structures tn the home end contradicts the philosophy behind coring for 
our medlctily fragile chUdran et home. 

The eduantages of iaciuding the peraprofesslonal In caring for high risk children 
are perticularly uiell demonstrated in a High Risk infant Project implemeted in Pinellas 
County^ riorlde. Funded by e colleboretlue effort of the Merch of Dimes. Juuenlle 
Ulelfere 8oerd of PIneiias County, end Femliy Service Centers of PInelles County, the 
project inuolued speciellzed training for the homemeker-home heelth eide In the area 
of caring for high risk Infants end their families. 

For oMempie. e full-term beby uies born with oMtensitfo brain damage from a high 
feuer contracted hy the mother eerly In pregnency. The mother ives only 1 9, spoke only 
Spenlsh» end uies In the United Stetes only four months. The father worted hard, but 
uies eshemed of the beby end ivithdreiv from persoael inuoiuement iwth him. The 
femiiy hod numerous nnenclel prebtems end could not efford its own pediatrician for 
the beby's speciei needs. The beby uies sent heme uiitti e feeding tube eurgically 
Inserted Into Ills stomech. en epnee monitor, end seizure medicetion. H Spenlsh- 
spooking homemeker Interpreted for the mother in ttie hospitel tnd eftenverd for all 
contects with other egencies and for outpetient clinic uislts. She esslsted the mother in 
epplying for Social Security Disebillty benents for the beby end WIC coupons for 
formule. The family wes referred by the supervisor for the homebound infant 
stimuletion program. This homemeker else helped to get merrtege counseling for the 
couple through their church, end enroUed the mother in English dosses. The homemeker 
euentuelly helped the mother to errange for temporery plecement of her baby in 
medlcel foster core te obtein necessery relief beceuse of the severity of the baby's 
condition* 

Ulitbout the homewiaker service, this young mother would have feced choHenges 
beyond her ebiUty te conquer, resulting in :epeeted hospltailzetions for the baDy end 
potentiei ct^^vestetien of the femiiy. Aveiiabllity of specielly trelned peraprofesslonals 
can have slgnincant impect on e child's need for rehospitelizetlon end e family's 
adjustment to e stressful sStuetion. Consequently, the costs of coring for medically 
fragile children con be minimized gluen the etieiiebility of supportlue home services. 



Hospice cere Is enother critical, yet neglected, component of e comprehenslue 
pediatric home cere program, nil of the problems faced by the femiiy of a chronlrally 111 
child con appeer megnifled in the conteMt of e terminal prognosis because, against the 
enormous erray of stresses they eireedy beor, the family members must come to grips 
with Impending death and seperatlon. 

Hospice is 0 philosophy, an Interdlsclpllnery epproach which emphasizes pelliatlue 
end supportlue services for the termlnoily iif child end his/her femiiy. It has been 
largely overlooked In the conteMt of the child, perliops because of the need to repress 
from our collectlue consciousness this most distorted uerslon of the Ideol. Vet the uold 
which hospice should fill oKlsts In the pediatric community, and indeed may be 
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Increasing ts tht AIDS epidemic reaches this population group. Moreouer, the circum- 
stances of death end dying In this quarter may differ significantly from those Inuoluing 
•dull patients. Different support stnictures, from pain management through bereaue- 
ment counseling, may be required. UJithout them, a family may be thoroughly unable to 
cope uilth the loss they must face. 

For whetetfer reason, this nation has Men sloni to focus on pediatric 
hospice cere. Onig 1t5 pediatric hespice vnits enist in the nntire United 
Stetes. II feni ore independent pediatric progrems; some ere nffiiieted nilth 
pediatric end cbiidren's hosplteis. Most, tbough, mrm enpansions of regular 
hospice progrems to include children ond edoiescents. 

Funding for pedietrlc hospice cere is often non-enlstent. Meny prluate 
iftturence policies meke no provision for it. Only three stetes, Nenf York, 
Caiifornitt. sod Florida, have adopted e Mediceid bospice benefit. Three other 
states, Neni Menico, Illinois, end Indiene, are considering ddding It, but of 
course participetion is limited to Medicaid-eliglble children. CoAimon 
decency demands e re-eoeiuetin of eng netlonel heelth policy nihlch 
aHcludes this component of cere. 



Cocrdlneted case management, like home cere itself, serves e uariety or 
purposes. It reduces the stress load on the members of the pedletric patient's family, 
who may direct their energies eiuay from the oMheustlng end often frustrating task of 
seeking out medlcel, soclel, end other services end toiuerd the principal task of caring 
for the sick or disabled child. In eddltion, prellmlnery studies indicate that c^se 
menagement systems help to reduce overall aHpense. 

The RCfiCH project In Florlde, tvlth e grant from the Robert Wood Johnson 
Foundation and the Florlde Mediceid program, trained nurses to serve es case managers 
for cases involving chronically m children. Through effective utilization of services, the 
case managers decreesed outpetlent procedures ond rehospltallzatlons lulth e resul- 
tant 17% reduction in gross health costs ofiar payment of the case managers them- 
selves. Thus, the project demonstreted the cost effectiveness of e cese menagement 
system, es ivell es positive cere espects. 



6. Cn%m Ms ^nnggmant 
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Two yaart ago, former Ssnator Frank I. Host, Chairman of the Board of Truftee$ 
JLuMT ? Homecara, announced that the Foundation luould 

beg n a thorough aKamlnation of the problems of chronically III children' through its 
public policy arm, the Caring Institute. ^ 

Ki«fi„n!li ""'^^ ^ *° references in the 

Nat onai Library of Medicine. Questionnaires luere sent out to physicians, nurses, home 
health agencies, and other aNparts. Dozens of families luere intaruiaiued. some of them 
on uideo tape. 

The families selected for interuieui luera broadly represantatiuc. The interuietut 
themselues luere conducted in ten states: Rrlzona, Caiifomia, Connecticut, the District 
M Columbia, Illinois. Maryland, Michigan, New Vork, Pennsyiuania, and Ulrginia. These 
fen states account for roughly nfty percent of all national aNpenditures for health care. 

The primarg canclosion of tbis report is tbat the United states has 
failed ta dsvalop a Matlanal poiicg with respect to its grouiinq 
populat iaa nf ehroBicalig III ar savaraig disabled cblldran. This 
faiiara in public poticg means that tHousands, of cblldran are kept 
in Institytions wlian tbay caald be at borne. 

Tbara sra savarat important mmincations of this fact. First, the 
chlidran ire daprtvad of their freedom and tba opportunity to qroiu 
and dnvalop te the full extant of tbafr potential. Second, families 
are pviied epert or^ subjectod te incredible pressure. Third, 
socletg, the femilles. end prluete beeltb Insurance companies pay 
tuia te nue times mora te keep tbe children in en Institution then 
I t children mere et borne. Fourth, society Is 

daprtuad af tba gifts and contrfbutlans of these children mho ere 
f. ■ <«Mndant state Instued of balng enceureged to become 
active, independent, end contributing members of the cammunlty. 

Foiloiuing era other major conclusions reeched In the content of this report: 

1. There ere npproKlmeteiy tuio million children in the United states luho suffer 
from imra chronic iiinass. Many of these children are kept In hospital inten> 
slue cere units or other institutions. Rnother ten million children are afflicted 
ujlth some degree of chronic heeith Impairment which inhibits daily functioninq. 
Accident uictlms must also be added to the list, it is estimated, therefore, that 
from one to ten percent of the nation's children suffer from chronic problems of 
e moderete to seuere neture. 

2. The aboue Hgures ere slgnincant because a small minority of this nation's 
children currently account for approKlmately forty percent of all pediatric In- 
patient days in hospitals In the United States. Thus, while their numbers in one 
sense may seem small, chronically ill children account for an inordinate amount 
of the nation's health care resources. 

3. ft high percentage of the nation's chronically m children were bom premature. 
Modern technology has made It possible to saue Hues of infants who weigh two 
pounds or less. A few years ago a rough rule In medical science was that 
children were not likely to surulue unless they weighed more then three pounds. 
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fl second large citegoni It made up of children mho mere carried full term, but 
mho era bom mith birth directs. 

4. Most of the children fell Into eleuen cetegorles of so*celled *mar1cer* diseases. 
Including leukemie, cystic fibrosis, congenital heart diseese, spine bifida, 
asthma, hemophilia, chronic kidney disease. Juvenile diebetes, muscular 
dystrophy, cleft palate, and sickle cell anemia, fl smell but rapidly groming 
number of children ere victims of AIDS. 

5. Hie pflmerg emotions of perants mhose child suffers from birth defects or other 
anomalies are fear end frustration. The mords most commonly used by parents 
to describe their reectlon mere: *lile mere terrified.* 

6. Most femllles mant to have their children et home mith them. Contrarg to 
mythology, most femilies do not ebendon their children If they are bom mith 
anomalies. They eccept them end mant to have them et home as part of the 
family unit. 

7. Physicians ere In agreement that It Is possible to menage the cere of most 
children et home^-even comploK ceses Involving multiple disebllltles. 

8. Physlclens Interulemed mere In general agreement es to the crtterte mhlch must 
be met before e child cen be discherged from en Instltutlaa Into a home cere 
setting. First, the child must be medlcelly steble. Second, tha transfer to the 
home most offer the child en Improved quelltg of nfe. Third, the transfer to the 
home setting must be en eccepteble risk. The risks must be smell enough to be 
offset by the adventeges of having the child at home. Fourth, the femlly must be 
milling end eble to teke on most. If not ell, of the child's cere. Fifth, there must 
be edequete community support evallable. The most ImportenI fector In ell of 
the ebove Is number four. As one doctor puts It, *lilhet you reelly need Is some 
people mho are committed.* 

9. The mejor obstecle mhlch stends In the meg of bringing chronically III children 
home Is leek of funding. Cither no funding enists, or Ironlcelly, there Is e bles In 
govemmeitt end privete heelth Insurance programs In fevorof Institutionaliza- 
tion, lilhet this meens Is thet femlllet fece e Hobson's choice. They cen either 
leeve the child In the hospltel mhere cera mill be raimburted, or bring the child 
home mhere thera Is little or no ralmbursement evelleble. 

10. There ere severel programs mhlch purport to provide flnenclel assistance for 
chranlcellg III children, the mast signlflcent being Medlcere, Medlceld, Crippled 
Children's Services, end CHAMfUS. Signlflcent obstecles pravent most children 
from Quellfying for eny of these programs, end even for those mho successfully 
navigate the meze, thera Is little money evelleble for home care. The Medicare 
program, foroMampIe, Is limited to the elderly end the disabled. After the child 
has been disabled In Medlcere's terms for mora then tmo yeert, the child might 
quelify for Medicare benefits. Evan so, only three percent of Medlcere's 
payments go for home care, r.nd a tiny fraction of thet Is paid for pediatric home 
care. The basic problem Is t^et Medlcere covert only very limited kinds of home 
care and Is focused on ecuts Illness. It does not provide payment for chronic 
conditions other than end-sttge renal disease mhlch enlst over the long-term. 

Medicaid Is a program mhlch Is only available to the poor. Income and assets 
limits of this federal-state grant-in-aid program are set by the states at 
comparatively lom levels. In order to qualify, most families haue to 'spend 
domn* their assets, end sell off their home and possessions, using this money to 
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proulde core. Medicaid might then prouide couerage If their Income leuel isn't 
much ouer $5,000 a yeor. One way around this roodblock is the home and 
community-based waluer, In which the normal deeming requirements are set 
aside. This Is not a solution to the funding problem because It allows a reiatiue 
handful of children to obtain couerage un an 'eHceptlons basis.' Ouerall, 
howeuer, Medicaid's home care benefit is only about one percent or ♦he entire 
program, it is not realty euen a national program since ouer siHty percent of 
Medicaid's home care funds are eHpended in one state, New Vork. Moreouer, 
most of the funds are spent on older Americans. No one has any precise figures, 
but pediatric home care probably accounts for only a fraction of the limited $750 
million in Medicaid home health dollars. 

The CHflMPUS prog' m prouldes health care benefits to members of the armed 
serulces and their dependents. The program prouldes some payment for the 
problems of chronically III children as long as they ore hospitalized. Howeuer, 
there is a monthly limit of $1,000 for any child cared for at home. 

Most major medical plans sold by commercial Insurers contain a bias towards 
institutionalization and proulde Inadequate protection for technology dependent 
children. It Is not unusual for some of these special children to spend up to the 
lifetime limit of their insurance policies In the first year of their Hues If they are 
hospitalized continuously. Often this means that these children will no longer be 
couered by any Insurance; they will be disquaimed because of their so*calied 
'pre-eHlsting conditions.' Euen when there Is couerage under the policy, it Is 
often difficult to collect. One parent said, 'It Is like banging your head against 
tr.3 wail.' To the eHtent that Ihsurance prouldes couerage, the price for that 
couerage is to retain the child in the hospital. Couerage for home care, euen 
though it Is a fraction of the cost of comparable care in a hospital. Is generally 
not accepted. One major eHceptlon: Aetna Life and Casualty prouldes eHcellent 
couerage under e program they call Indiuldual Case Management. 

Thousands of children Hue In hospitals end institutions not because they need to 
be there, but because that is the only place where rsfmbursement is auaiiable 
for their care. Prolonged hospital stays pose significant problems, Including the 
following: (!) deuelopment of the children Is hindered so that they are, in the 
opinion of eHperts, 'years behind their peers;' (2) bonding between parents and 
their child Is inhibited when the child It the responsibility of the hospital; (3) 
hauing a chronically ill child In the hospital produces tremendous stress, more so 
than hauing the child at home, end can haue the effect of pushing the family 
apart; (4) a hospital enulronment Is a regulated, regimented eHlstence, deprluing 
the child of his or her freedom and of the opportunity to enjoy the highest 
quality of life; (5) In some instancts. a hospital enulronment can be dangerous. 
The risks of infection lor uentllator-dependent children are much greater in the 
hospital than they are at home. 

Home care has significant aduantages for most chronically ill children. Among 
these aduantages, according to eHperts, are the following: (i) the quality of the 
care rendered by trained parents augmented by professional nurses Is just as 
good, If not better, than what Is auallabie in the hospital; (2) the home offers a 
more posltiue enulronment. promoting both Improuements in the child's mental 
attitude and in his or her medical condition; (3) hauing the chronically III child at 
home can reduce the significant leuels of stress which parents face In these 
circumstances; (4) home care aids In the child's deuelopment. One physician said, 
'They just blossom;' (5) home care Is generally less OHpenslue, often costing 
only ten to twenty-flue percent of comparable care in & hospital; (6) home care 
offers children freedom and preserues their right to treatment In the least 
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rittrlctlut tnulronrntnt; (7) homt cart htipt kttp femllitt tOjjtthtr; (8) home 
care h«lpt proulda chlldran uilth tha highatt quality of life. 

Parantt naad training and support If thay art to tuccattfully taica on tha cara of 
thair chronically III or tauaratg ditabiad chlldran at homa. Soma chlldran haue to 
ba uiatchad tuiatty-four hourt a day for raar that thay uilll not contlnua 
braathing. lUithout halp uihlch anablat tha parantt to gat tome «laap, tha care 
of tha child for mora than a day or to uiould ba Impottlbla. I? proparly trained, 
parantt can attuma many of tha dutlat uihUh uiara parformad for tha child in 
tha hotpltal, but not ail of iham. Soma procadurat mutt ba parformad only by 
iicansad nurtat in conformity uilth ttata laui and tha batt Intarattt of tha child. 

Chronically III chlldran carad for In homa cara programt naad continuing foMoui- 
up cara by phytlciant on a regular batit, and under tome circumttancct they 
need to be reaomlttad to the hotpltal. Unfortunately, some famlllet find that 
once thay bring their children home, It it hard t? g^t them bacic Into the hotpltal 
uiiten that It uihat It needed. Thit appears to be e function of third party relm* 
burtement, uihlch it both limited end InfleHlbie, at noted aboue. 

Saruice coordination, or cate management, it e uery important part of a 
tuccatsful pediatric home care program. What thit meant It that tomeone must 
accept responsibility for coordinating ail the care and sanilces that the child 
needs. One parent described caring for one of these youngsters as 'kind of a 
three ring circus.* Another said that it uies like trying to replicate all diuislons 
of the hospital in ycbr home. Parents need the esslstance of a social uiorlcer or 
other health professlonel uiho cen help them get the supplies and senilces that 
ai needed by the child. The help Is needed rn part because the current systeni Is 
so fragmented and disorganized that it takes skilled hands r^nd eHperlence to 
neuigate through the maze to reach the goal of quality home c e. 

Euen after parents haue been successful In bringing thel. .luren home, they 
Hue uilth dangerously high leuels of stress. The degree at stress they face 
Increases directly uilth the severity of the child's condition and Inuersely uilth 
the amount of support that Is euellable co them. Many ?amilles iiue on o daily 
basis uilth tha fear that their child may stop breething end die unless they are 
able to resuscltete him or her. Parents Hue eluiays on the ele.^t, their Hues 
reuoluing around the child, a fact uihich produces e high degree of stress. 

There Is no scientific study, but the best euldence suggests thet hauing a 
chronically ill child generally brings d husband and uilfe closer together. The 
uariable seems to be the solidarity of the marrlaoe in the first place. Stronger 
marriages seem to benefit, uihlle the pressure seems to shatter uieaker ones. 
The aboue opinion Is complicated by the fact that fifty percent of aU Rmerlcan 
marriages end In diuorce, and It is really Impossible to sort out ail of the causes 
for the dissolution, let alone to point to one factor as the proHlmate cause of the 
termination. 

Hauing a chronically Hi or seuerely disabled child in the family can haue profound 
effects on other siblings. Older children normally feel rejection and suffer a 
sense of loss uihen a neui baby Is brought Into the family. This sense of 
rejection Is acceleroted uihen the child Is chronically III and totally consumes the 
attention of the parents. The effects on other children are highly uarlabie, but it 
Is not unusual to haue them uilthdraui, become depressed, fake illnesses of their 
cuin, or Indulge In socially unacceptable behauior In order to get attention. In 
her Instances, the older children understand and tolerate tho Tituation, often 
pitcning in to help the parents uiith the care of the neui infant. In the home care 
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••tting, th4rt Is no qutstlon but that tht chronically III child benants from 
hauing the company, tha loua, and support of hit or her tibllngi. 

Hauing a chronlca.iy in child putt a tauera ttrein on friendthlpt. ▼he contentut 
among family members It that hauing an III child ouar a long term It damaging to 
outtlde relatlonthlpt. far:.ntt teld that they timply did not hauo the time and 
the energy uihlch w9% needed to tuttein them. 'Vou can't realty there tome- 
thing thit Intente and complicated.' teld one family member. Famlllet of tech- 
nology dependent children melee neu; friendt In netwohclng w\Xt\ othert wt\o 
there their tituatlon. Such tupport groupt made up of parentt of chronically III 
children are ewtremely importent. 

Famlllet are In agreement that detplte all the pretturet, hauing and caring for 
one of thete tpeclal and fragile children It the highlight of their lluet. Rtked 
uihat mat their happlett momentt, parentt were unanlmout: bringing the child 
out of the hotpltal to be cared for at home. 

The mott difncult momentt In the lluet of thete famlllet generally i,iuolue a 
health critit where the child houert on the edge of death. Equally 'iifficult 
momentt are trying to Hnd funding for home care and uirettllng wWh Inturance 
companlet uiho thould pay under the termt of their contract, but mho do not. 

Once a child hat been cared for by hit family In the home tetting, rehotpltallza- 
tlon of the child can haue highly negetlue effectt. The children may regrett In 
their deuelopment, becoming mithdrauin and depretted. speaking c. one tuch 
child at an llluttratlon, one phytlclan teld: *lt mould be ditetterout. It mould 
create e depretted child mho In fact may euen mithdrem from the morld." 

Famlllet and medical profettlonalt elike are In ttrong agreement on the nead for 
retplte care to maintain the tuccett of any pediatric home care program. 
Famlllet need a break from the pretture. Retplte can be In the form of hauing 
tomeone elte match the child during eight hours of the night; othermite, one 
parent mill haue to stay up mith the child, ferents need some time to them- 
selues, an opportunity to run errands, to take care of their omn needs, or Just to 
rest. R short respite mill ellom most families the chance to gather the strength 
they need to continue to proulde safe care for their youngster. 

Children mho are dependent upon modem technology need education Just as 
much as other children, in fact, the need may be euen greater depending on hom 
much of hU or her formatiue years are spent In the hospital. Parents must be 
taught hom to help their children, and mhen the children reach school age, 
proulslon must be mode by public schools for their education. 

Health care professionals mho deal lulth chronically ill children need special 
training. Schools of medicine and nursing should ptsce greeter emphasis on the 
special needs of technology dependent children and the possibilities for home 
care. The simple fact Is that many nurses mho mere educated ten, fifteen, or 
eu^n flue years ago do not haue an adequete understending of the enlstlng 
technology. In most instahces, the quality of care has been good, but In some 
instances It has not been acceptable. 

One of the primary conclusions of this report re<etes to the need to educate the 
Rmerlcan public. Relatlub."j fem people understand the ewtent of the tech- 
nological reuolutlon. Only about forty percent of the Rmerlcan public knoms 
about home care as an altematlue to keeping chronically HI or seuereiy disabled 
children in the hospital. The^e Is a need to Inform affected families In particular, 
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tinct most of them haue noiuhara to turn ufhsn their child is born with long-term 
heafth care problems. 

There Is a strong need for pediatric hospice programs. Hospice Inuolues a 
coordinated program of palllatlue and supportlue serulces to the person and his 
or her family. Unfortunately, the>e are few entitles which proulde hospice 
serulces for children, and th ire Is no reimbursement for it under public 
programs. Gluen the feet that the number of these fragile youngsters will 
continue to increase ouer time end the fact that many of them will die, a 
national pediatric hospice program of some sort would be an eMcellent Idea. 

Pediatric home care is significantly more cost effectlue '.hen comparable hospital 
care. The mein reesons why children should be cared for at home ere: (a) It is 
better for the child; (b) It Is better for the family; and (c) it keeps families 
together. The fact that home care Is more cost effectlue than care In e hospital, 
sometimes by a margin of ten to one, Is an edded bonus. Howeuer, the fact, that 
pediatric home care Is more costeffectlue tends to point up the failure in public 
policy. Public policy has not kept pace with the changes in technology. 

Pediatric home care benefits uary dramatically from state to state. Rs a result, 
parents may be forced to uproot the family and moue to a different Jurisdiction 
In order to secure adequate funding for their chronlcaity ill or seuereiy disabled 
child. 

Modern technology, which has sausd the Hues of thousands of children who 
preulously would haue died, may itself proulde the answer to many of the 
dilemmas posed by the survlual of these children. The technology has been 
miniaturized and made portable so that It can be auallabie at home and, indeed, 
can follow along with the child whereuer he or she might choose to go. Much of 
this technology was deueloped as a spinoff of the U.S. space program, where it 
was necessary to be able to monitor the health and ultal signs of astronauts 
thousands of miles from the earth. This technology in the hands of competent 
medical and nursing professlonels and adequately trained family members 
promises not only to lengthen, but also to enrich the quality of life for millions of 
nmerican children in the years to ccme. Rll thet is necessary Is for third party 
payors, including the gouemment, to agree to pay for its use in the home as well 
as in the hospital. 

UJhen asked what edulce they would haue for other parents in similar circum- 
stances, the families of technology dependent children were unanimous. Sardy 
Reckeweg spoke for all when she said: 



'Fight for home care 1 00 percent 
beceuse It Is uery well worth the effort; 
it Is worth euery ounce of energy that 
you put into these kids, to see them 
grow end deuelop to their fullest 
potential.* 
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THE NEED FOR II NHTIONBL FOLICV ON L0N6-TERM CARE CENTERED 
ON ftSSlSTlN6 PRTIENTS TO BE CRREO FOR RT HOME 



The fideral gouemment's lack of response to the needs of chronically HI children 
and others who require catastrophic long-term care Is a public policy failure of 
enormous proportions. Long-term care has too often been misunderstood to mean the 
kind of custodial care associated uilth nursing homes. In reality, It is related to chronic 
illnesses; Illnesses that are often Incurable and tliat always continue ouer a protracted 
period of time. 

These are truly catastrophic health conditions. They destroy families and can 
consume a lifetime's saulngs in a few short years The need for long*term care has 
been documented repeatedly through the years In the content of the aging. But as this 
report details, that great need Is not limited to the elderly. 

The Caring Institute of the Foundation for Hospice and rtomecare recommends and 
endorses the deuelopment of a national policy with respect to long-term care. This 
policy should address the needs of the young and old alike. The essential elements of 
this policy are that It Li comprehenslue, ensure family solidarity, and proulde the care 
necessary in the least restrictlue enulronment possible. 



The principal flaw In our currant national health policy as It Impacts on chronically 
ill or seuerety disabled children Is the lack of a comprehenslue program of care at 
home. Rs discussed below, Medicare Is largely Inapplicable to this pediatric population. 
Medicaid, tha major source of gouemmant dollars, suffers both from inadequate couer- 
age and from fragmentation at tha state level. 

Tha Inadequacy of couerage Is easily documented. The totel outlays of the 
Medicaid program in )9I5 were about $11 billion. The lion's shore of this money — 
more than forty percent of It — went to pey for nursing home cere. Funding <o help 
care for patients in their own homes, by contract, amounted to only $l.t billion, or Just 
slightly less than three percent of the entire program. Rnd of course, not all of euen 
this minlmel allotment went to serve chronically ill children. 

Obulousiy, MedlcBld suffers from en Instltutionel bles; this, despite the fact that 
evidence from the U.S. Oenerei Recounting Office and other sources indicate thbt a 
significant proportion of Institutional patients (on the order of twenty-flue to forty 
percent) do not belong In e nursing home end could be cared for et home. Ulhat is more 
significent Is thet most of the peyments for home cere under Medlceld were In one 
state. New Vorlc. Thet stete's 'Nursing Homes Ullt.'iout Ulalls* program, which pmuldes 
the home cere aitemetlve to carefully screened patients who would otherwise be In 
nurring homes, has enebled New Vorfc to save an estimated fifty percent of the 
eMpendltures it would have made for nursing home care. 
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When the Neui Vork program Is remoued from the equation, the resources 
currently being made auallable to home care patients generally and pediatric home care 
patients In panicular are Indeed mlniscule» In addition, because many of the coverage 
and eligibility criteria for pediatric home care senilcas ere currently left to the states, 
there is uilde variation In auallablllty. In at least one state. Arizona, parents are euen 
raced with the possibility of having to make their child a ward of the state In order to 
secure coverage. 

For these reasons. It is recommended that The Crippled Children's Services compo- 
nent of Title U or the Sociel Security Ret. the Maternal and Child Health Services Block 
Crant, be enpanded to provide a rAmPlete and organized program rocusing on the 
pediatric home health care alternative. lUhlle states would maintain some responsi- 
bility Tor directing available funds to appropriate recipients and for overseeing the 
provision cf services, the federal government should act to establish uniform eiiglbllity 
standards. The federal government should also mandate covereo medical and support 
services, including adequate respite care, to enable the families of medically fragile 
children to cope with the stress associated with their caregiver roles. 



CHRMPUS is the federal program which pays for health care for servicemen and 
their families. Of ail the public programs. CHRMPUS received the worst marks from 
families of chronically ill children. Its limitation of Sl.OOO a month for home care Is 
totally Inadequate to meet the needs of technology dependent children. Effectively, 
this forces more costly and less humane Institutionalization. 

Congress could provide a significant benefit to the members of the armed forces 
and their dependents and recoup significant savings by revising this antiquated policy. 



The Congress should enact a national program which provides hospice care for 
children. Hospice coverage is presently provided for the elderiy under Medicare, but no 
counterpart for children eHlsts. 



This report focuses on the pediatric population, and its principal recommendations 
are, therefore, addressed to those programs which serve the vast majority of chroni- 
cally 111 or severely disabled children. However, there Is a corollary question which 
underiies this entire issue: as technology eMtends the lives of these medically fragile 
Individuals, what provisions are being ^nade to ensure their continued well-being when 
they reach adulthood? 

The answer to this question tu.-ns on a reeHamlnatlon or Medicare. Medicare's 
definition of disability is unduly restrictive In its present application. ,is a result, 
virtually no children under the age of eighteen qualify for benefits. Benefits for those 
over age eighteen are also limited to short term, or so-called acute, care. Medicare 
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i!^!!^ i' ,"1^?*'' r''*'^^**^ «»»mf mhich limit .cc.tt to homt cart to thoft mho 

iim.^.d Vfi'*^'*" • intermltt.nt basis. Banaflts art stIM further 

limltaci la that thay are only auallabia to those confined to their ouin homes end to 
those uihose care Is deemed reasonable end necessery for pertlcitlar conditions. 

......rlor r?^51"""*"'"*' ***** '^•^'"'^ ^•^•^^ «»• «traamllned so thet It prouldes 

coverage for home cere services for cbroniceHy lU Indliilduels ege eighteen end ouer. 
The ellmUietlon of the Impediments described eboue mould be e mejo? step formert in 
the enec ment of catastrophic heelth protections for the elderly. It mould a!40 preuent 
the needless Instltutlonellzetlen ef thoasends of chUdren end edttits. preueni 

II •Hpenslon of the home cere program for chronlceliy ill children under Title 

0. eny comprehenslue program under Medicere must include respite cere services. 



4. 



fnmn nehltm insomnce 

^* 'H?^* regulation mhlch prouldes priuete health insurance 

o^inSf. K '?!"^'»''0"'*"* treetment for resetves esslgned to comprehenslue 
cronUeCm^ '^•'"^'•^ '^^^ ""-^e for 

^' J"I.?J."'^"'"**"'* "ncem for the bottom iine If nothing more, priuate 
oiVnl «'>o"W eHamlne their comprehenslue health Insurance 

plans end eilmlnete any eKistIng Institutional bias. The focus of coueraoe should 
be the care that Is needed, not the location of the cere. mouio 

inTtmI?L Insurance plens should be purged of 

Instltutionel bias, end oKpended to couer home care services. h » u 

lit a minimum. Insurence companies should be encouraged to follom the eMemoie 

EDDCMTINC HEOICML mOFESSIONIILS 

™.%i?.'!Y.".?-!I!m'".!."' '"""'"9 •"•"able for training or 

«re " hom" """" " f«eilH»«lng their 

iS.^J'.K.'" •»'• """Ing <hould Increase their educational programi at 

both the undergraduate and the graduate leuel to place greater emphatli on the 

Oh'""'"-." "'. ""S^""" 9'"« medlcaTSrofe .lonal. 

^ ' mZ."™,",""?,!""'' '^• ""•""""S '"hnologs and the .pedal pre..ure. " nd 
problemt of ramlllet uiho ttrungle to care for technology dependent children. 

Continuing education programt should alto be ettablKhed to help update the 
practltlonert after their graduation. 
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THE NEED TO EDUCIITC THE PUBLIC 



The ramiliet of chronlcatly 111 children Indlctted that they learned about home care 
and other potential taruicet for their children almost entirely by rumor and trial and 
error. Tha most frequent comment made by the parents during !he interuleuis 
conducted by the Caring Institute was* *i Just piciced up the phone and called eueryone 
In the phone booic.* There Is a paucity of Information adulsing parents what to do or 
where to go for help, in particular, there It scant information auallable about the 
benefits and limitations in eHlstlng public programs. 

It is recommended, therefore, that tha Department of Health and Human Serulces 
deu»:3p a public Information campaign and other outreach mechanisms to help educate 
the public about eHlstlng programs and about how to care for their technology 
dependent child. 



Gluan the steady increase In the number and percentages of chronically ill 
children, the federal gouemment should increase research, design and Identify the care 
and possible cure for the eleuen so-called marter diseases Identified In Chapter II of 
this report. 



The federal gouemment should Increase funding for programs which prouide 
educational opportunities for chronically ill or technology dependent children. 



MESEIIRCH 



EDUCRTIONIIL PROGRAMS 
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PREPARED STATEMENT OF THE ASSOCIATION OF MATERNAL m CHILD HEALTH PROGRAMS 

The Association of Maternal and Child Health Programs is the 
organization of stace and territoriid public health progratos ^ich 
administer the Maternal and Child Hetdth Services Block Grant under 
Title V of the Social Security Act. We are pleased to h«ve this 
opportunity to articulate our concern itbo\it the plight of children 
and youth with catastrophic illness, injury or disability whose 
families lack adequate resources to provide them necessary health 
care and services. 

Statement of the problem 

A growing proportion of American children live in feunilies who do 
not have health insurance, public or private, to assure th<it they 
will receive necessary care when confronted by sudden illness or 
injury. As the severity of the health condition increases/ or its 
duration becomes protracted, high care costs are likely to 
precipitate f«Uttily economic distress. Especially vulnerable arc 
families with low incomes vrtio do not qualify for most public 
progreuas (particularly Medicaid), but whose employers do not 
provide any health insurance as an employment benefit. These 
families typically cannot afford routine medictd care, let alone 
the expense of hospitalization or extended specitd care. 

Expansion of Medicaid eligibility and benefits would certainly 
extend care to any underserved children and their families.^ Tens 
of thousands of additional families, however, would remain 
uncovered by any current public or private program. Lowincome 
families who could not qualify for Medicaid would also be unlikely 

to afford the premiums necessary to purchase insurance. 
Such families are victims in a complex health care system that 
increasingly allocates jts services to those individuals who have 
the resources to pay provider charges. Not only are such families 
unable to purchase services, but they generally lack access to 
professionals or agencies that can assist them in coordinating or 
managing available services. The absence of care coordination or 
case management has several adverse consequences, including the 
provision of sources that are fragmented, clinically inappropriate, 
or unnecessarily expensive. 
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Resolution of the problem 

Children and youth should have access to necessary health care and 
services. There is a public responsibility to assure that care is 
provided. That responsibility can be exercised through two 
mechanisms: 

- improved financing of care for diildren and youth with 
chronic health conditions; 

- funded care coordination and case nanagement for these 
children and youth. 

We urge Congress to enact legislation to ikddress these needs using 
two complementary strategies. 

- Assurance of high'-quality Rervices througn care coordination 
and case management. 



Children with catastrophic conditions require complex 
services usually from multiple professionals working in 
numerous facilities and agencies. The coordination of 
care can reduce or eliminate f ragiDenta(.ion« 
Inappropriate care and unnecessary expense. 

We propose that state Title V programs be charged with 
care coordination responsibilities* including 
establishment of standards* in any federal program for 
children with catastrophic health conditions. The state 
programs in most cases already have mechanisms in 
place for these functions and are familiar with the 
diverse resources i<;<]uired by the children. 



- Initiation of a children's catastrophic illness financing 
progr2un. 



Additional public resources are needed to purchase care 
and services, or permit families to purchase insu'.ance 
from available commercial insurers or through 
state-mandated high-risk insurance pools. This option 
should be adopted in addition to currently proposed 
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expansions of the Hedicaid prog ran. 

He propose that state 'Title V prograias be the loanager of 
a children's catastrophic illness program. The state 
programs for children with special health care needs 
(formerly toown as crippled children's services progreuss) 
have extensive experience in providing services to 
low-income families whose children have chronic illneus 
or disability. The Haterntd emd Child Betdth Services 
Block Grant is th3 only federtd legislation with the 
specific task of serving the health care needs of this 
population. 



He would look forward to working toward a solution enabled by the 
enactztent of legislation. 

Thank yon. 
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PREPARED STATOCHT OF THE HOHOWaS TONr COELHO, A MEMBER Of CONGRISS FROH 
THE STATE OF CALIFORNIA 

The Soloct Cornattoo on Children. Youth. «nd F«r,Ui« and thr, Select 
Com«xttee cn Aomc. eapeciallu the respective Chcimen Seorce mue.' 
•nd Edward Roybal. ere to be congretuietad for holding thia joint 
he.rino on expansion of the Ad.inaat^ .ion', proPoaed cete.ttophic 
health pien. The recent focu, on the catastrophic health care needs cf 
America's elderiw has also served to hichlzcht the health care reeds of 
our nation's youth. I e« h«ppy to see that these tuo Selecn Con.,ttees 
have so appropriately this opportunity to brino before the 

public the pressina noed of exanminc the health needs of bH 
Americans, ucung and old 

Both Co«mtt.« tcd.u .111 he.r fro. .,tne„„ „.h 
unn„B«.ru p.i„ t^.t f.„ chuirnn the,, fa.Ui« „he„ thoy i,ck 
th» :n,ur.nce nBC„„ru to pau tha st.Baarina ccsts of naedad ere, 
Thare is thouah. cpo situation uhich the Co.-,itteos „ill not hare 
•bout. This IS the s.tuatior cF cMidren with disabilities a-d ne^ioai 
conditions uho are not covered by health insurance carriers solelj 
because theu are adopted, too often, insurance providers refuse to 
cover these conditions of an adopted child because theu are termed 
"pre-existing-. In other cords, because e child has a disabUitg or 
".dlcal condition prior to belna adop.ed. the insurance carrier of the 
.doptlve parents uill not cover the child „hen he or she is adopted, 
The result is that so»e chUdre,, do not jet adopted because uould-be ' 
parents can not afford the potential nedlcal bills or that adoptive 
fa-Uies live undar the spectre tf financial ruin TMs is true 

■'^'OP'" =^■ld^en a.e to be treated 
identicellu as bioloa.cal children. This is. pure and simple. 
<i:s=rinination on the part of health insurance providers towards 
.doPted Children and adoptive families Thus. th. catastrophic healt-, 
needs, and even the not no catastrophic health needs, of one segnent of 
our uouth po;v.lation. those „ho are adopted, could b. ade,uatelu "et 
throuah the end of this discrimination. 

A» an adoptive parent end one „ho has a disability, epuepsu. . Found 
t^- .. , terribly disturbing. «s a result. , have introduced House 
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Concurront Rosolution 43. This Rasolution would express tha sense cF 
the Conflrcss that this discrimination should end and uculd urge states 
to pass laws mandating that acioptsd children ba treated fairlu m 
health Insurance contracts, nany orBarizations, ii^ciuding the 
Children's Task Force of the Consortlo'*. for Citizens wit*" Deve Icprenta 1 
Oisabilities, e large group of national orgamzetions dedicated tc 
issues regerding disebilities, and the National Comnittee for Adoption 
have endorsed this Resclution 

i' llou me to ahere some nore of the becVgrcund on ch;s issue ani the 
effect of this type of discriirination. Uc^uiris heelth insurence 
covorege to adcpted children bocjause of "pre-existins" ccnd.tians casts 
children, costs families, end costs tex payers Children ray not be 
edoptetf solely because of this problcn In oro recent cese that ca-ne 
to my ettention. e girl was bcrn with cerebral pals^, She innediately 
became eveilable for adcptic and several fern lies expressed interest 
in edopting her All decided net to edcpt t*iis child, hou^ever. when 
they ieerned thet their heelth insurance jculd -ot cover arj of the 
girl's nedicel cere releted to the cerebral pelsy. ^t .ast ward, this 
little girl, who otherwise would be very "edcpteb * , was stii: -^st 
adopted and ues st.ll s.tting in foster cere. In e^other cese, t^at we 
haerd of during hearings before the Congressional Ccaliticn or- Pdcptio" 
last April, a baby ues born preneturel;, and showed a brai*^ -ass cn a 
cat-scan severe I degs after birth Uh*le the prospective parents 
wanted to proceed u.th the *--^»«-ior>, their insura'^ce cc-pan^ ref»-sed tc 
cover any of the expenses on the grounds that it *»as a "pre-e* istent" 
condition so the adoption d.sr^pted 

(Jhile nedicaid is available for ^any apocia* reads c^^ildrc u,ho arc 
adopted, for many others it is not available ranj spac*al reeds 
children who are not eligible for Faderel adoption a53»3to'ce under 
Title lU-E of the Sociel St--ur»ti^ Act do not receive a^^j "edicaid 
essistance. As the data on odopti'^^n and foster care m t^-is cauntrg .s 
lacking, we do not know how nenj children this is, ti^t it is certei'^l^ 
ccnsiderebla For ex^e-^ple. i^ the approx-irately half of all the states 
that do not have AFDC-Unemploi^ed Perent eligib.iity, ad;:;pted children 
whose biological fanilies were ccnposad of poor, tuo-parct fa'"il»es 
may not be eligible for redicaid These children naj -^ot be covered bj 
a State modicel assistance progran either, Add to th*5 the children 
with sono sort oi iredical disability who are net i" the itate child 
welfare system, but rec who are placed bj pr^veto agenc.es, and 
number of children hurt by this oiscr imination grows even greater For 
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those children who are allolbls for Medicaid, private health insurance 
may also be necassaru as, depending on the state, many needed services, 
such as out-patient psychotherapy for a child who haa oeen in foster 
care for many years, may not be covered by Medicaid. And many ssrvica 
providers do not accept Medicaid. 

By treating adopted children the same as biolooical children for the 
purpose of health insurance, ue will be removing a major tarn or to 
adoption. At the same time, ue will be alleviatino the catastrophic 
health insurance rtsods of one segnent of our youth. I urge all states 
to pass laus such as that passed by ninnesote and a handful cf other 
states that require that insurance companies treat all children fairly 
— whether adopted or not. And I urge all of ny colleagues in the 
HouL o join me by co-sponscr mg House Concurrent Resolution h3. 
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Vresortd at tte lnvltatlcn of 
the Uhited Statas Hcxei* of Representatives 
S«l«ct Ocnlttoe cn Children, Youth, and Ftedlies 

6 April 1987 



Adawlgi.ljiiiif: HiiM study ws aads possible throuc^ the sifiport of 
t2M Division of Maternal and Child Health, the AUnlstzaticn on 
Dsvdciaental Disabilities and the Katlonal Institute of Hantal Health. 
Fran the beginrdjig of the p iu j ec t the late Nathan Stelth was unstintinjly 
gensxous in Investing his enez^ies and in charing his visdcm. In ackli- 
ticn to I iijuesslng appcsdation to our y ro j ec t offloers, Aaron TtNorm, 
Ocnstanoe McAlear, and Paul HidM, we viih to thank a far flung team: 
our advisoity boaxd aafcats, our local project ooonUnatore and survey 
naseazch Associates of fialtisoce. He extend special thahJa to Kazriet 
Ftoc, Hartin Ftankal, Holgar H a nse n , ToziBd Zjunde, Kurgaret HOtorua, Paul 
Neuadwdc, ZiaretU 0*DtU, Hezbert SlsMl, Victor Taglesl, Daniel Halden, 
Robert Hrxglht and Pearl Zlmer for sharing their esqpertise. 



In 1986 the parents of a nationsl sample of 326 childEwi and young 
adkilts with severe or pcofound wrttal retardation and ths parer'rs of 309 
diildrm and youi^j adults with MitiJH presided infonvticn on the finan- 
cing of their children's health care. Ihe study includes children in 
residential plaowent as well as ones living at hcae. This preliminary 
l e pcat is part of a four ywar effort to f1r»:\TTf health care utillzatlcn 
eocpendituzes and souroes of rai'»*nt for three costly disabilities: 
autisB, severe isntal retardation, and bMofhilla. Uhder consideration 
is a c^anlon study of childrm who have apina bifida, or cystic fibro- 
sis, or who are witilator assisted. Iheee six oonditions have been 
selected for study becauee they are particularly coetly and burd«?»ai« 
to faailies and because they occur so razely that aoourate data are net 
obtainable frat standazd national surveys. 



7KB VSXXmUZ OF CCVElOFKENZMIZf nrgikPffPn amiTSlt AND YCOC AnJLIS 
0CVZ31ED BY HEM3H IKSJJRMJCE OCKPARED TO KAnCKAL AVERAGES 



l90Ht VMVKTZ HJBLIC BCm 

Auti«e 5-U % 43-53 I 22-32 % 12-20 % 
n - 309 

Severe and 2-6 22-32 36-46 23-33 

Frofomd 

Retardation 

n - 326 
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AIL N1ERICW CKnasn 

Liaitad in 4-10 53-«6 12-24 11-19 

Activity 

n - 249 

Hot Liait«i 7 1 69 % 14 % 8 % 

in Activity 
n - 5996 

"Iijdt«l in activity* auns that tlw child'* ill health prwvtnta fall 
particlpatlcn in actiool or play. Each peroenU^e is given cs a range 
rathtr than as alngla nuabcr bacauoa theaa are tha levels of acxuracy 
that can be obtained frcn sasplea of thia slza and nature when general- 
izing to tha country aa a uhola* 

lha 1986 data on cjrvelopa«TtaUy disabled youngstsrs fron birth to age 
24 are axparfti hora with tha aoat reoecit data cn Aaerican children to 
aga 21, tha Katicnal Hadlcal care Expenditure Survey, 1980. Paul 
NewachecJc provided tha national analysis frcn his forthcaaing article co- 
authocad Niargarat HcManv. 



o Autistic and aeveimly ratardUd children and young adults are covered 
leaa well by private insuranoe than tha overage Anerican child. 

o Iheae ycungsttra are subatantlally better ocrvsred by public prograss 
than tha average diild. 

o Ocverage is ncTt universal for these severely disabled children. 



DaimacY of roivam heauh dgurwce ooverage 



o Eetwaen 18 and 28 p er cent of families lAwie one parent is ucrking 
fuU-tijsa lade private insuranoe. 

o White children are roughly twice ait likely as minority group 

chlldrm to be covered by private insuranoe, even taJdng into 
aooount vhather a parent la wnidng full tiiia and vhather Inocne is 
above $15,000. 

o RafUa&l of Inauranoa or Ujdtaticn of the kind that oo ' pur- 
chaaad was reported by pazents of severely retarded ch ' pro- 
j.tfctad to a national rata bctueai 14 and 22 percent. of 
autistic children axperlmoe refUscIs and lijoltatia purchase 
at half that rat*. 

o About 10% of tha parents currwitly hold health insuranoe policies 
vhijdtx they repo rt as specifically excluding ocverage for scdb or 
all of the child's care. 

the veaeai'i:li staff is now cbtedning coplea of tha policies that 
cover the daveloiaantally disabled chlldrm. Exaalnaticn of these poli- 
cies and of tha claias reoocds will tfiow tha variations in aervloes >4ilch 
an actually oo ver ad. 

Aacng Aaarlcans as a liule, yocanq atkilts ^ tha lazgast age group 
lacking health Insuranoe coverage, teong tha w/eraly davelo{aientally 
disabled, yaang adulta are raraly oomrmi by their parants* policies, 
the ijiportant difference Is th9* severely rataidad inolviduals aged 18 
beooae categorically eligible SSI and henoe for Medicaid ocverage. 
A 1985 change in tha SSI regulations has nade autistic adults categori- 
cally eligible as well. 



cajs>j£x mrcMD and service; w» omiRDt wrm special heauh nects 

fAIflO KKJm A3 PCS. CRim m fMTTfPFM' S SERVICES) 



M>lic ogveraoa <mwnllv inq liirttff needletft aacno all these sevsrelv 
disab led children. 

o Faallies %rith annual InocMs under $15,00C are between 2.5 and 7 
tins acre likely to have coverage than tmi)i<f with higher 
InocBSs. 
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Sliigl* iBDthncs «r» iMtWMn 1.5 ard 4 tiaes man likely to hav« 
cxKwrag* than nrrled ooipl^. 

S«v«nly and profoundly rctazxkd children, vary of whoa have physi- 
cal handicaps, ^ betuwn 2.5 and 4.5 tiaes sore IDcely to have 
oovtraga thin autistic childran. 

Minority qrcup status is qq^ a factor in pradicting whether or not 
a child has oov«rage fros Medicaid or ftxtn Ssxvicea for Oiildren 
with Spsclal Hsfldth Needs (OCS) . 



Ssvinty^five pexcvit of ths saaf>le of develcfaentally disabled 
children in Frssno county, CX are cxvered by Medicaid or OCS, oco- 
pared to 421 in Dallas and 30% in JacJcscn/llls, FL. 



If policies az« addressed to ii^pccving private health insuranoe ccvexage 
for ctiildien, than insurance plans should be available to parsnts at 
reasGnsble prioas that do not specif ically eoeclude services tar children 
with chrcnic ocnditions. 



If policies are addressed to ixprwijtj public health insurance, then 
national policies should reduce the dijKxepancies in eligibility osnong 
the states. 



IhBsa initial findings vil^ be augoented with full repo r ts or insurance 
ocverai^e tor children with heBCFhilia, autism and severe mental retarda- 
tion as ^o^n as reports on: the use of health care services; variations 
in exi.'r:^! cures for nediiad and financial reasons; cas« inanagenent; 
faxdly cut-of-pocJcet eatpenditures; financial counseling; and aarriac;-> 
stability. 



In every stif> of the r eee aich vb have first roviswed the awthods 
used by the tw> leading health l e a e aiUi agencies in the country, the 
national csntsr for Health Statistics and the Katiooal Oentsr for h^^th 
Services Research, and then adapted their nsthods to the special popula- 
tions of chronically ill chlldrMi. 

Ihe 715 children in the study con fron 11 sites which were drawn 
in a jud^pttnt sasple frcn a national saB|>ling frans oocpoGed of school 
districts that had been prepared by the National Center for fi&kcation 
Statistics and the Oensus Bureau. Itie fraos was divided into levels 
based on four criteria rolevant to health care utilization — family 
inxB», generosity of the state Medicaid systens, prevalero^ of esplcyers 
}*)ii± prcvids caprehensive health insurance padcages, and availability 
of physicians, ihe sites are: 

Bindn^UB and Jefferson Ocuity, AL 

Detroit and Hayne County, KI 

Duval (JACtocnvllle) Ocunty, FL 

Fresno and Fresno Ooun^, CX 

Des Moines and 11 surrounding oounties, lA 

Morris County, NT 

SuffblX County, NV 

Dallas, TX 

A project ooardlnator tron each participating school district con- 
tacted a protsability saufde of eligible faniliee. The overall oonMnt 
rate was 55% fcr autln and 49% for aental retardation. Each participat- 
ing family signed a ocnsent fom that pemdttei oollection of retrospec- 
tive data for the prior twelve aonths. oaqplete ancnyaity is a&intained 
with regard to the use of the data in all reports. A paper reporting 
det2dls of the sapling wthods was lu'seente.! at the 1986 national met- 
ing of MPCR, •You'll Find the TOOm in School". 

The (juesticmaire was ad^ited tram ths work of ths National Center 
for Health Statistics in their 1980 National Hadical Care UtHizaticn, 
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Eiqp«idltur» Suzvey (MCUSS) and froi tte work of ths Mttlona HMdth 
S«rvloM m»miJi ontcr at ttey pnpazvd fco: tteir 1987 Hatlcn&l Hedlcal 
Qqpinlitura surviy 0ME3) . suzv«y nw i diiLh AModatM of Baltlnan oc»- 
plttad InbKvlaui with 97% of th« pomrts with «oc)dJig t«l«|tera naters. 
An iMioation of thi ov«r«U qtiality of tte data thay ofctalntd Is that 
inocM data wcra aiasijicf for cnly fiv« par c«ib of h c mt h old Mobert. 
To <n.|ilwif foadly infooMtlon, data ara now being oollactad Cram ten 
t^paa of pcwidan and payatv: OCS, Hadlcaid, parivata irmmnx, »Cs, 
ho^ital livatiant, outpc^imt, and m mnjmKy toon billing, phyBidan's 
in private pcactloa, dmtlata, and usual wcsMm of aedlcal care. 

Iha raaults nportad In this study ara given as a range rsUwr than 
Au point astlaatas because aa^ilingr error and ncn-saaipllng ertor prevent 
graater accuracy. A population wtlc^tting systn /toed on mberVsubuztan 
residenoe and ganaxoslty of the state Medicaid systcn %as uaad to weight 
the saa{>le to v>yraaaiit Mtrcpolitan Asarlca. 



Swmrsl logistic mgraaslcns ware nn to prepare this nport. In a 
pnllminaxy stip, mitfA variables ware nn as an OCS ragraesion to pre- 
dict the liXellhood that a dtilld is covered by private imrance, Includ- 
ing mos and CKMEW. Thaee variables ware influential In this order: 

p < .0001 

nssbar of parents alloyed flill-'tiBa 

p < .001 
being white 

p < .01 

being aevexely ratardsd rather than autistic 
aether's level of edLcaticn 
two parent f asily 
high inocne 



the lass the severity of the ocnllticn as measured by age at diar tsIs 
tJie younger ti» child 



m predicting that a child is covered either by Medicaid cor Ser/icea for 
Qiildrwi with ^aedal Health Needs (OCS) the rai* cnJer of the iaportartx 
of the variables is: 

p < .0001 
being older 

having ssvera Mntal ratardaticn rather than autisa 
p < .001 

nuriber of parants ORployad flilltine 
poverty 

p < .05 

having a single jiothar 

living In a state eooring the nean on a scale of Hadicaid g^vrosity 
H.S. 

Minority grtxp aoifsership 
Isvel of the sothar's education 

Ihs logistic regraaalon en coverage by pid^lic insurance tMch was re- 
ported hare Inclulod variabloe for the child's disabilityi family inoooa, 
nother*8 aiarital status, anr< generosity of the state Medicaid program. 
Subfcecfjent woric en the issues oonoaming insurance coverage will test 
strixtunJL equation nodels using ICL8 regression, logit, Kti pxx^bit. 



p < .05 
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STATEMENT OP ALBERTA MILLER - GRANDMOTHER OP DWIGHT MILLER 
VASHINGTON. DC 
March 23, 1987 



My name is Alberta Miller. I am the mother of 4 children and 4 
grandchildren, until last August, I lived with 3 of my children and 
was supported financially by public assistance. Then, catastrophy 
hit my family. 

My daughter Ann died afte ' giving birth to her fourth child. She 
died from birth complications related to AIDS. After she died, I was 
left with the responsibilit^y of caring for her chilc^zen — 2-year-oJd 
Dwight, S-year-old Charles, S-year-old James, ^ and 9-year -old Terrell. 

Vwight, the youngest child, was born with something called an 
AIDS Related Complex." it is a form of AIDS virus. He can get 
infections easily and needs special care. And if necessary 
precautions are not taken, he may die. 

They tell me there are about 400 children in the country like 
Vwight, Caring for these children is hard. '>eopIe don't understand 
what a family goes through. They don't understand t?ie kind of heln 
we need, and are afraid of AIDS. 

Last September, I got a homemaker to help me with the cooking, 
cleaning, and washmc,. The homemaker only stayed 2 weeks, she left 
because Dwight has AIDS.^ No one else will take her place. 

Because I have my daughter's children to care for now, I've tried 
to rent a bigger house, but nobod:, wants to rent to me when they 
leazn alxmt Dwight. 

Dwight has Medicaid, it pays for a nurse and social woiker to 
come to our house. Medicaid also pays for some of his medications. 
But - have to pa^} for the special things that Dwight needs, like 
plastic bags, plastic glovss, forks and spoons, wash cloths and 
towels, tissue, and ot?ier medications. This costs about $40 extra 
each month. I also have to pay for transportation to the doctors, 
child care, and r spite care. All of this comes to almost one fourth 
of my total income. 

The hardest thing about taking care of a child who has been 
exposed to the AIDS virus is feeling alone. I can't tell all of my 
family and friends about Dwight because they don't understand. I 
worry about whether he will live. I worry about if he does live and 
goes to school, how will the teachers and the other students treat 



Dwight is with me because I love him and want him. But if 
something happens to me, he could easily end up in an institution. 

Thank you. 



him? 
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ALAN J. MlTTELMAN. J.D.. CLU 

ATTOWtir AT CAW 
SUlTf *03 ONe AW'^CTON Pt>ZA 

otx> yo». aho TOWNSkif unc >»caos 

JCNKINTOWN PCNNSYCVANIA I ©046 
MAIllf*G ADOWCSS 80X 26713 tlKlNS M«K PA 1»U7 



Rep. George Miller 
2228 Rayburn Bldg.-HOB 
Washington,, D.C. 20515 

Dear Representative Miller: 

I am writing to you in your capacity as Chairman oi tho 
Select Committee on Children, Families and Youth. 

I have been an insurance broker, specializing in health 
insurance for over 13 years. In addition, I am an attorney. 
It is only because of this background that I was abl*:* to 
protect my f aclly financially when my son became sei ;.ously 
ill. 

My son has had a kidney problem for three years now,, 
and recently suffered kidney failure. He will have a 
transplant later this year if all goes as planned. 
Fortunately, I have excellent medical insurance, and 
medicare will serve as a back-up. However, the result could 
have been very different. 

I was contemplating a career change in the fall of 
1986. However, I knew that if I left my position as Agent 
for Equitable Life, I would have to obtain new health 
insurance. The ^ * plan would have a pre-existing condition 
clause, preventing coverage for my son for at least one year 
for the kidnty condition (if he would be covered at all). 
Little did I ki.ow that his% kidneys would fail in the first 
month of my new rareer. 

Fearing thi^ vossibility, I stayed on as an Agent of 
Equitable, retaining my group benefits, while starting a law 
practice on the side. Thank heavens,, or we would have lost 
most of our savings already (medicare does not pay any 
benefits for the first 30 days of dialysis). 

Ir. considering the alternatives facing me last fall, I 
thought Pennsylvania health insurance law might protect us. 
Pennsylvania requires that all group insurance plans written 



BUS (2ist«8saa»o 



March 24, 1987 
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11 Pennsylvania offer excellent conversion privileges for 
people leaving group plans. However,, my group coverage is 
^art o£ a large group, probably self -insured,, and written in 
New York State. New York requires similar conversion 
privileges for its citizens for plans written in New York. 
However, I am not a citizen of New York, and the plan was 
not written in Pennsylvania. So Equitable offered me a 
conversion that was quite literally not worth the paper on 
which It was written. 

However, it is not clear to we that either law would 
have forced Equitable to offer me a conversion policy if my 
demographics were correct. Because the group plan is likely 
to be a self-insured plan, it is not technically insurance. 
Therefore, it falls under the ERISA umbrella as a self- 
insured welfare plan, and benefits from the exemption from 
State law enjoyed by such plans. The fact that Pennsylvania 
and New York require conversion options for certain group 
"insurance" plnns may be entirely irrelevant for large, 
sell-insured group plans. 

Asstiming that this fact is true, virtually all 
employees of major corporations in America face the 
potential trap of becoming uninsured if they or a dependent 
is seriously ill when their group coverage terminates, of 
course, I have the medicare umbrella to fall back on for my 
son. But how many catastrophic illnesses do not qualify for 
ned:.care benefits? Most, I am sure' And, I was among the 
lucky. I knew what questions to ask, and how to protect 
myself. Most people do not find out until it is too late. 

Now, I am not talking about people who are unproductive 
members of society. I am thinking of successful people who 
pay taxes, and want to get ahead in life. We have c medical 
reimbursement system that has a gaping loophole that needs 
plugging. Without a roadmap and considerable knowhow, even 
people who have done everything right can loose everything 
from a serious illness. 

Even the new COBRA legislation is of no value for 
people in situations like mine. Consider what would 
happened if I resigned from Equitable after the COBRA 
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legislation became effective. My family would have been 
able to continue coverage until the earlier of the 
following: for a year and a half, or until I obtained new 
group insurance coverage for us, if sconer. What would have 
happened at the end of the year and a half? Or, what would 
have happened if I was able to get new group coverage. The 
extended benefit of the old Equitable plan would 
automatically terroinate upon the happening of either event. 
And, there would be the pre-existing condition problem of 
the new coverage to deal with. Lastly,, the whole scenario 
would have to be repeated again upon my son reaching an age 
at which he would no longer be a dependent of mine. 

I cannot begin to tell you how many sleepless nights I 
suffered over this problem. For this reason alone, I did 
not terminate my Agent's contract with Equitable, and embark 
exclusively on the law career. Shoula I and others in the 
same situation be prisoners in this "free society"? How 
many others were not as "lucky" as me, and lost everything, 
because they did not know how to navigate this trecherous 
system? And, are we to be considered "lucky", because 
medicare starts so early for kidney dialysis? My son could 
have "only" suffered some complications of his illness 
instead of complete kidney failure. Medicare would be of no 
help in that case. 

I hope I have made my point on this matter. I would be 
happy to review with your committee alternatives that I 
think offer reasonable solutions to this problem and others 
like it. 

Thank you for holding hearings or this very important 
matter. 



Sincerely, 




ALAN J. MITTELMAN, J.D., CLU 
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An Association Statement 



Mtreh 16» 1987 



CATASTROPHIC ILLNESS EXPENSE AND CHILDREN 



The report of Secretary of Health and KuMn Service* Otia R. Bowen, requested 
bjr the Pretident^ acknowledged that catastrophic illneaa expense touches all 
setsents of society. The Secretary's specific legislative proposal now endorsed 
by President Reagan, is limited to the elderly. It would enhance Medicare's 
Part B to prevent annual out-of-pocJtet expense of tiore than $2000 for Medicare 
covered services. 

For a fatally, a child's illness or injury can be just as catastroohic as that 
of a grandparent. To a fasily without resources to provide adequate care for a 
child, health care expenses are catastrophic. Although this happens priaariljr 
mong fmlies who are uninsured, underinsured, or uninsurable, no one is isnune 
froa illness expense of catastrophic pioportions. High ftchnology care now 
availcble where previously no treatment was possible, can bring with it high costs 
and the dilenma of paysent to those whose resources are sufficient for routine and 
anticipated services. 



The National Association of Children's Hospitals and Related Institutions, inc 
401 Wythe Street. Alexandria. Virginia 22314 
Phone (703) 684-1355 
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D»fliilii9 *C«t««tropblc tnn*«t Esp*n*** 

Atthouth difficult to define preciiely, there tre levertl wtyi o( thmkinf 
About catastrophic lUncaa eipenae 

• A perceot of dlipoaable locooe tp*at out-of-pocket for health care, 
tivcn aa five or ten percent 

• Total coat of treatment for a specific diaeaae. such aa the coat of 
treat lot cancer 

• A act dollar aso'iot belov vhich oo cxpet.ie level ia cooaidered 
catastrophic, regardless of ioco»e . A percentage of locoae ia added to 
that asount to establish a thrtahold for cacaatrophic eipeoaca. For 
ciaaple — $2200 plua five percent of locoee 

The threahold of "catastrophe" i» relative to thoae reaources which can be 
dedicated 40 illness expense without aevere and lasting effect on livinj ataodards 
or other easential needs. For the elderly, protecting agamat catastrophe often 
focuses on »aintaininj living atandards or tu^f^-mt static reaources needed for 
future livirg expenses. A younj fa-sily i« oore concerned with buildinj for the 
futore, aaving for education, or projreasing toward a hijher living atandard. 
Catastrophe in this cas? threatens the atability of the family's current economic 
status and achi^veaent of future goals. 

Financial catastrophe aay have several levels. Where a faaily's reaources 
are aevere^ liaited. even oinor eventa will result in financial catastrophe. Aa 
available resourcea increase, the threahold of financial cataatrophe also 
increases. Yet ther« i» always the potential for a aerious or lasting erosion of 
the fmly'a atandard of living. 

Of course cataatrophe is not aisply a financial concept. The atreaa of a 
child'a illnfaa or injury places eaot lonal and social burdens on the entire f*aily. 
A parent nay have to cease working, leading to a decreased fmly locoee duriog a 
period of increaaed resource needs, with leaultant atreas. Sib'.inga auffer fro« 
loaa of parental attention "nd deprivatior froo the econosic aacrificea i«posed. 
auch as '.OSS of savings for higher education. As a whole, the fasily suffera fron 
diaruption of a stable and predictable faoily life-style. These eootional and 
aocial atreaaes affect faailiea of all economic levels, though those with oore 
ade()uate seans or other aupport systeas will abaorb the shock better than others. 

Catastrophic lUneaa expenses in the pediatric population aay derive froo one 
or sore of three aets of circuastances 

* Acute care needs which are audden and epiaodic in nature* 



- Approxieatejy 220fOOO pretsature babies are boro each yeat , with 
lotensive care nursery charges approximately Sl,000/day, average 
hospital charges are over $35,000 for an mtture infant 

- Heart surgery for a child oay cost a faeiily $22,000 for a hospital 
stay 

- Treatcent for extensive bu'ns oay result in a hospital bill of 
$45,000 

* Chronic care need » which ire on-going, have a cuorauliitlve effect, and 
are likely to be coupled with spells of scute illness 

- CoQprehensive csr^ fo- children with cystic fibrosis csn cost s 
fsfaily S6,000 - $12,000 snnuslly. interoittent hospitsi izst ions asy 
sverste over S7,OO0 prr stsy 

- Institutions! csre for a ventilator dependent child esy aaount to 
5350,000 snnuaUy 
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• Prieary e«re needi which trc eittitrophie for thoit with no insur«Qec 
or very li«itcd rcioureci, which prevent their bein| properly 
•d<1re*ied. 

• Tre«t«cnt for «n episode of aith«« sty eoit » faaily $600 

• R&utine hospit«} it<t ion My incur eo«ti of $700/d«y 

C»l»»lrepbfe flliittt ftnpmn tmptet on Pepvlttlen Stfintfilt 

C«t««trophic cipcntca ctn btftll til tcfacnt* of the popuUtioo. The citent 
to which • fasily vill be ftccd with htrdihip will be dctcraiacd to a great extent 
by the raioorcaa it haa available to acet the accd. -.ct htalth insurance ii a 
priM r»«ourc», the •cope of the cata«trophic illneaa expenae probl«« can be 
«z«iia«d batter by grouping the population by extent of iniorance protection: 



The urinaured, eatimated "o be toM 35 •illion A»«ricana who ar« 
without health inaurance 

The ogdertnaurad , another 10 sill ion who may have insurance part of the 
year, or who have very lisited beaefita 

The upiniurable . who, because of health itatui, cannot obtain health 
inaurance at a price they can afford 



The uninaured are people who are unemployed, or whoie employment doei not 
offer health benefits for crployeea and/or their children. Often theae 
individuala are employed part'tiee or aeaionally. Yet, 60 percent of the 
uninaured in America do work. Eight million of the uninaured are dependenta of 
employed aduJta. 

Soc« individual I, auch ai ael f-«mployed buaineaisen and farmtra, do not 
qualify for groi- 'overage and suit depend on coatly - often unaffordable ~ 
individual coverage for themielvea and their familiei. Individual policiea are 
apt to include clauiea reatricting coverage for apecific diaeaaei, exclunon of 
coverage for pre-exiating conditiona, and very high prcaiusi. 

Lack of inaurance and other available retourcei for health care reaulta in 
jvaediate barriera to acceaa. Adulta may lack acceia to banc primary and 
preventive care. Kothera may no* have acceaa to adequate prenatal care, reaulting 
in aeverely impaired premature infanta or failure->to-thriye infanta. Such oirtha 
may repreaent a relatively ahort-term criaia, perhapa three moathi of intenaive 
care, or they ray reault in chronic diiabilitiei requiring yeara of apecialiied 
care, frequently with epiaodea of acute needa. 

Parenta may lack reiourcei to provide for a child's ihort-tere acute epiiodea 
of lUneii, luch aa aithsa and ear infectioni. Left untreated, acut« epiaodei may 
lead to aerioui, chronic, and diatbling conditiona. 

Even when reaourced to meet baaic needa, a family may la^k adequate 
protection for treatment of chronic conditions, rehabilitation, or the special 
aupport needed between acute epitodet of a chronic condition. 

Inititutio'ialization may be eandated, detpite preferencea for and 
appropriateneat of hose care, in order for the faoily to receive public aupport. 

M3dlc»*tf tnd C«ttBtrophlc llln*»8 Cxptntt for lh« Poor 

Medicaid, the federal/atate health care program for the poor a,.d the major 
public program for child Aealth, doea not provide adequate coverage. In 1983, 
children under age U accounted for 38 percent of the poverty population. AfOC 
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children vcrc U per tnt of Kcdtcatd recipient*, but c«oie<J only 12 pcrccat of 
Medtcatd cxpenditurci. In the smc ye«r, thoi* over •(« 65 con«t;tutcd 11 percent 
of the powrtjf populetioo bo* were 16 pcrceat of Htiicni reeip;eott, lo etM, the 
elderly, blind, .nd disabled «ecooated for 75 percent of Kedicetd expeadituret. 

Medsceid tt .n iaconiiitent nttiontl reiogrce. Stetet htve overly broad 
diicretio-j tn deteratnini elitibtlity «Dd services covered. The vtriebtltty by 
•tete of Medkcetd coverage ««)cei the pro|ra» inherently inequitable in ita 
aervicec, iisply •■ • function of geography. For exasple, in 1984, eligibility 
incoae m AUbaca v«i 17 percent of the federal poverty level, vhiJe m Celiforoie 
It vti 74 percent. In that year, the poverty level for a faaily of four vaa 
$10,200. Overall, the average eligibility ,ncoxe m 1984 vai only 38 percent of 
the federel poverty level. 

States also are authorized to itspose licits on service*, including nandated 
8«rvice«, vithin established guidelines. For exasple. in 1984 

fifteen states laposed Iisits on the nuober of inpatient hospital days 

per spell of illness, ranging fros 10 to 45 days 

fifteen states lisited coverage for specific procedures 

twelve states Iisited the nuaber of outpatient hospital services/visits 

per year 

fifteen states required prior authorization for certain aervicea or 
procedures, «nd 

■IX atatea limited psychiatric aervices 

Where coverage la limited by scope of services or eligibility le\<Js, care 
often IS delivered by the provider without coapeisat ion, which uy seen that the 
provider cannot adequately or consistently aupport comprehensive aervicea f jU 
those in need. Further, changes in the health care «erketpltce aake it 
increasingly difficult to transfer the cosi of care of those who cannot pay to 
those who can. 

States have th* opt iot to provide a Medically Needy I'rograe, m which 
individuals car. beceoe eligible for coverage based on the .count of their incurred 
medical expenses. However, to oate orl/ 34 states have adopted this option. 
Again, within the Medically Seedy Program, ttates control eligibility through 
levels of projected mcose. allowable resources, and length of t ice during which 
peraons eust spend down their resources. Even the Medically Needy option is 
lacking, with eligibility on average reaching only 51 percent of the federal 
poverty level. 

Ftmliltt Abov« th« Povtrty Laval 

People who ar. "near poor" and ".iddle class'" often are under insured. The 
ecoao-y 1, increasingly service-based, with Urge o«.bers of ^skilled or 
• e-i-akUled part-time employees. Betw.en 1979 and 1984. 60 percent of oevly 
cr.at.d jobs paid less than $7000 annu.Uy. C.ployera .re not required to provide 
benefit, for employees, or their dependents. There is no sub.tantial incentive 
.och .. , t.x benefit, to encour.ge „ployee. to .elect cooprehen.ive health 
covtrage for their children. 

While more r.cent agg-.gate d.t. .re not ev.U.ble. the 1977 H.tion.l „edic.l 
C«re Tt enditure. $urvey (VMCES) d.te sh/^w 

Sixteen percent of poor children .re .Iw.ys uninsured, despit. the he«S 
of household being esploycd 
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* *^ly 70 percent of mI\ ehtldrtn un4cr «|c 18 «rc covered by prtv«tc 
ti:sur«nec <11 jr««r 



Cvco f«atlici vtth food tscoacs any face dcviit«tiii| coiti vith the tllocii 
of « ehkid, tip«Ck«ny tf the need ii for lon|-tcra c«rc or trc«t»ent not covered 
by tr«ditkoo«I loiurmce polkCkci. A 19S6 itudy by th» United Certbral Paliy 
Aitoci«tiOO dcptcti the coiti cOMonly <iioci«t*d with this chrotiic conditioa, «od 
the nount borne by the fftatly- 



* For tur(tc«l pro<-edurci, prtv«t« toiur«oee ptyt up to 80 perctnt 

* Cxpcosti for vhcclch«irs,s br«cet. «od special Adaptive dcvtcci 
rtprtieot « contioual dr«tn on fcsiljr rciourcct, the ^^utpsent 
purehticd by sanjr fasklkct ii "dtct«tcd by «v«il«bklity of fuodi r«tber 
th«n...thc need" 

* F«Biltti usually besr the eottre cost of aakf^ « hone «ccesiible to s 
handicapped child 

* Special transportation costs are alio aer «lsoit exclusively by 
fmltts 

Current expenses, including doctor bills, speech therapy, and 
■cdication average $H90 annually, vith 31 percent paid by the faaily. 
Such fasilies f«ee the burden of continuiot and accusulat ii.| health 
Care costs which in stn, «rc catastrophic 



The uoiosurabla population is coapriscd of individuals, both cbildrcc «od 
adults, vfaose health atatus precludes thea froa obtaioiof health aod life 
insurance. This population is lacreasinf as deaofraphics desonstr«(e the (radual 
aftos of Aacrica aod the locreasiogly successful af>plication of aedical techaolosy. 
People who previously died froo serious diseases arc oow «ble to live with those 
dic^ses, yet often Mth a constant draio on their resources aod exclusion based 
oo aedical hiatory, froa affordable insurance protection. 

Approxtaately nine percent ;f Americans have a semus illness, and onf to 
two percent of ail children in Aseric* have a severe chronic illness. A 1986 
study by CocBuoicating for Ajtriculture shovs that of rural Asericans surveyed in 
five ata ts over the past three years, 10 percent hsiJ been denied health losuraice 
because of health status. 

^rlRClpl*9 Of • Policy for Chltdron 

A nuaber of basic principles can be identified that Juide reco«ieodaaoQS for 
a aolution to catastrophic illoess txpcase for children: 



This issue IS primarily one of equity aod ticcess to care for 
all children 

- Medical scieoce has shova what can be achieved when childrej rsceive 
adequate prevent ivc. palliative. «od anticipatory aarvices 

• Society respoods positively lo lodividual casss, auch as wheo pUaa 
are aade to extend «11 that aedicine cao offer, as in the case of 
organ transplants 

- It is ethical:/ unacceptable that care be available only to those 
with resources to psy 

- Society has deesed the elderly entitJetf to appropriate and oeceasary 
heslth care through the Medicare Progrcn. To assure that the 



* Of those childree with private health insuraoce, only S3 p<rceot have 
sajor aedical coverage, and less than ten percent have uoHaited 



coverage 
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tenerat.oni ,re not d,v.<Je<i •rbitrar.ly, children deierve the tMe 
consideration 

The i«*u« li one of aiintainini fasily mteirity and stability 

- Care should be provided in the aettmj that uintains and encoura»et 
a itable ftoily situation 

- When a child i% ill, the whole faaily feeli the lapact, both 
aocially and econo«ically. A faal of public policy auit be to 
«s«liorate the tconooic aiiruption of the fcaily, vhich it a leadini 
ciuie of fully diimtegration 

- fgblic policy m irelfar* refor« and education hat ttretttd the 
Importance of stiotainiog the fabric of the f««ily. Health care 
policy dettrvet the tcae eaphaiii 

The issue encoapasses aore than high-technology, expeosirc care 

- Public policy sust respond to the variety of situations that can be 
coesidered catastrophic. Primary care o«eds for the poor and 
chronic care needs must be set as «1I aa the needs of the severely 
ill child 

- As the problem hss no single cause, the solution will not coae from 
a single resource. Public policy aust draw on all facets of 
society, incorporating efforts by both the private and public 
sectors, and the family 

Safeguarding the health of children is an investment in the future 

- There is a comptllmg interest oo the part of goveroment to e' -e 
the safety and vell-leing of children, so that future generations 
will be at least as stable and independent as the present 

- There is likely always to be a sefnent of society that cannot 
adequately provide for itself, and oust turn to the public for 
f «sistance 

- We dewr-'trate our worth as a society by providing for those who arc 
most m need— including those cbildren who suffer froo catastrophic 
illness expense 

The issue resolution must not overlook the current need to be 
budget-real istic 

- Public, Congressional, and Executive comitment to a balanced budget 
and reduction of the federal deficit is clear 

Public and Private tnlttstlvca to Itaach Chlldraii m M»«d 

Employm«nt-related health insurance rrmains the dominant mechanism for 
protecting tha working population. To ^rotact agaiost catastrophic illness 
axpaose, public policy initiatives to slrengthen this resource must include: 

The requirement that all employers provide a amimva health benefits 
package for employees, including prentfl and child faaalth care 
The development ©f state level m'jraoce pools for participation by 
•»«11 employers, self-employed, and seasooally«e»ployad people. Allow, 
if actuarially sound, uninsurable people to purchase from thia 
pool ; or 

The estsblishtient, if necesssry. of separate state risk pools for the 
uninaursble 

- The basts for such pools is an association of all insurers in the 
state, ty anending ERISA, companies that self-insure should also be 
included in financing the pool. A choice of deductibles and extf->t 
of coverage beyond a required ainimuo with varying premiums wojld be 
available froa which the purchaser might choose 
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The dcvtlopacnt of state or rtttontl e&t*s:ropht$ intur«ne« poolt ifb*rt 
such co*tr»t« xi not provided or eott effective for tstll taploytrt or 
rttk poola vhtcii tselude. 

- « full r«n|e of ntettttry tnttttuttOQtl tervtett for thertptutlC 
purpoata 

- hone health cart; tneludtes eovtrate for adapttvt atrvicea, 
tranaportation and aupporC aervieea 

The tneouratcstnt of other mauranee po^l* to buy into tht eataatrophie 
pool alon( with othtr t«ot f le lar ita to ■axisixt riak-'aturiot 
Tht allovio( of tax dtduct xbxl ity of taploytr paxd htalth xoattraoet 
pmtuaa ooly vith proviaioo of eataatrophie prottetion or their 
partteipatxoo xi tht eataatrophie xoaaranet pool 

Tht taxation of cvploytta on thtir htalth xnauraoea baotfita uoUaa 
thty eo»tr th»ir depenitnta; alttroatively, diaallov a portion of thtir 
atandard daduetxotj for dtptodtnta unltaa thoae dtpeodenta art ioeludtd 
in thexr laauranet benefit 

The proteetion of the poor and sany of the ntar poor through 
eoaprehenfive axpanaxona in the Medxeaid Pro(ra» ineludio( 

- Baodatint covera(e for pre(nant voaen and ehxldreo uodtr age aix 
vhoat ineosea are btlov the ftdtral povtrty level; and 

- elieioatins atatfto-atatt diaertpaoeita vitb rtgard to alitibility 
aod the txttnt of aarvieaa providtd 

• requiring that any aavinga to the atat«a in the Mtdieaid prograa 
aecruing froa Medieart ehangea be saiotaxQed within Medieaid 

The loelufioo of childreo in any dcmooatratxoo projtet or atudy of 
eataatrophie eoverage 

* Stcretary lowen reeoaaenda a loog-tsm eare atudy for the alderly; 
t^ti atudy ahould xnelutSe ehildrtn with long-tens eare aetda 

- Seeretary Boven reeooatoda a deaooat rat xon projeet of eataatrophie 
benefits for Federal tvployeet; aueh a demonstration ahould xaelude 
ehildren 

The initiation by the Federal Covernsent of a new atudy of health eare 
eosts, utilixation, and reaourees that ineludes ehildren 
" Current agicregate, national data of this nsture are laekir , with 
the KUCES study •^ow ten years old 
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ROBERT H SWEENEY 
President 

FACT SHEET 

THE NATURE OF CHILDREN'S CATASTROPHIC HOSPITAL EXPENSE 

Catastrophic illness expense depends on care costs relative to a 
family's resources and health insurance coverage. Conp^ete data, 
however, do not exist. The analysis below uses a simple nethod to 
identify catastrophic expenae; a hospit al stav where hospital 
charges exceed $50,000 . Maryland data serves as a proxy for the 
U.S. because of similar hospital patterns. 

Few hospitalized children incur catastrophic expenses: 

0.21% of children hospitalized in Ma*- ylar.J in 1984-5;, 
1.35% of admissions to children's hospitals in 1983-4. 

Children's catastrophic hospital i. 4tions are long and expensive: 

Catastrophic stays in children's hospitals average 87 days 
and $105,600 in hospital charges; 

Catastrophic stays in Maryland hospitals average 110 days 
and $92,900 in hospital charges. 

Newborn babies are the largest category of catastrophic cases: 

65% of Maryland cetastrophic cases are newborn^* of these, 
54% are premature infants and 46% full-tern bat/ies (over 
5.5 Ids.) with ma^or problems; 

50% of children's hospital catastrophic cases are 
newborns; of these, 73% are premature infants and 27% are 
full -term babies with roa3or problems; 

10% of catastrophic cases in children' s hospital_3 have 
nervous system problems; heart, respiratory, and digestive 
system problems each account for 5-7%. 

Catastrophic care for children consumes a high proportion of 
hospital resources : 

26 3% otal rj^i^l dren'a hospitals inpatient charges are 

incurr^u by the 1.35% of cases which are catastrophic. 

8.0% of all care m children's ho spijtals is uncompensated. 



The National Association ot Children s Hospitals and Related Institutions Inc 
401 Wythe Street, Alexandria. Vir'^ima 22^14 
Phone (703) 684.13SS 



3/87 



ERLC 



1^ 



PiOUTHlC OlSCHAIIOet .nOM a HAItOHAt SAMPLE OF CHILOfie^^ t H08FITAL8 Iff}. 



w*>i • •» ooo 
ooo • *«• 

©»»• ooo 



CM > 



• *0 • ( t 

0«i }C« 

«. » Kit 14 1 

«>i }ii tta 



0» CKIICIS 



•00 00 

>» 

• I 1* 

«> 0\ 

it ti 



M'% Of 



or bkf\ i iNC*H 

Of 

(00 OO CM 

M J (M 

l» »J f SI 



> o 
3 o 
< o 
» o 
« o 



o o 

O 0 
t\ o 

• ft o 
ft 0 

• • 0 

»» o 

9* O 
}> o 
» o 

>« 0 



c«Dc oru«i*>iON 



'U C«DC\ 

••• twvii 10 OMCMtcr oi»CMn\i\ 

• M« 

• f«* •an two t»«o«t 

• •! S»|t4IO«* St\l|« 

• CI*ClM4tO«f StMiM 

• OfCt S'lvi \t\tim 

• Mf »«I0*I| (AMf \<MrM • 

• muuiO\u§n tt, ,ONN»-.. u\\i,f 

• tt^Wttt •^•••MOMAl IM}«f|,>,|C 

• Ml r •r**fjmxtifi )*mih 

•t(«Mll «l»«OCHK>lvf \*l>fM 

• MMOMil 

• at MX) »tono to«« 3»o*M\ i«MMMf 

• Hf f «0'toi i( laai Hi^, 

• if*»tt* k oil vi\tiMt( 

• ««Nt«i OIIO^ISI 

. iMjvtf H>i%ON iO( «ftic» o» f)nyc 

• •4 

• mt\C CONf«f I wi.H Mf •! In %r*VICI\ 

♦♦• uwwov^tiiif ... 



•Clj«l CK4tci\'0v|t IV) 000 
0« CASt\ o» c«%n 



1 •• 

1 00 



« •<.» JIM, 

J • •% SJ» 



<MC0* •( 
SF 

>0«>»1 01 
« • 

••OOfci to 
«o««ts 

•«S?5t Jl 
••>tC I* 
•0««« ts 

IJ 

• H 

• «»>o o« 

»•>»! OJ 
tl 

«0>** «i 

• KWO •« 

\t»»0 tf 



HICHf M 
CH«tCI 



••«<0« •! 

•■}f«c 
>*>0*I Cf 

I'tji* la 

•«>S !• 

ll*tl« •« 

>>«0»« 1} 

ijo^cj I : 

••son 
lt)0<« 
}|«*0} 91 
^'•f| o« 
lltO«« Ol 

• rim «5 

)!••«• OO 

ta«)0> •) 



• O'ai 
Ott\ o» 



»>0 



277 



•» s» 
«o so 



ERIC 



^COIATRIC DttCHARQCt FHOM ALL MAMVLAMD HOSPITALS 1tt4-t6 



fiClUDfS AOUifl OA* C*»f **C CH*»cfV • «iOO/D«T 



ACtUAl 


CH*»CI\ MjMIt »f«CfNT 


tOtAl 


#C«CfMt 


AVI ««r,f 


Hi on SI 






•yf tACF 






























of O* D«T« IIMCIM 














IN CMK 
















C'lf 




01 )I*T 












tOtAl 


2i«l)2 too CO 


2'3 


12* 0*» 


too 00 


»»0* Tl 


t^S^** OO 




»tT 


V)T 100 00 


4 












<MI« OOO >0«M« !• 


2 »b 


to* 


03 


to*u 




• «t«^ <x> 






to 


3 '2 












t» OOO 




• % 


02t 90« 


«2 0» 










4b 




2( o' 












«iO OOO 






M« »»T 


» 










(>• 






1 1 1 












»9» HIT 0 M 


21 


J«» IT* 




2'««(iO t9 




»H<tJ» fx) 




^• 






2 t« 










0«l« ftSO OOO 4)' t n 


• 2 


•(3 3*1 


It 2t 


tJVtl 42 






\u 


O 2 






















CHARCIVtSO OOO 


































»l /Cf Nt 


IOi«l 




^1 Ml 1 


HI 




•vf t«Cf 


MlCHl^t 


101*1 




«wr««&f 












or C*)I V Of C«M <« 








•> 






o««> or 


or D«*^ 


t f MCI*1 














IN « (l«NCf 
















IN « KtHCf 


0' MtT 








411 C«KV 






lOO OO 


• 2 «b2 


2b 1 




•to 




92«tT «3 


OO 


)0 0>2 


IOC 00 


• 09 »T 


i22 




0 








0 22 




J K 




It 




M2X> 00 


C«2}0 00 


«l( 


0 12 


• 00 


A*« 




• o 






3% 




2 J lb 


b*t< 








«l»04 IT 


32T«*0 00 


2 


» 02 


• OO •2 


2«9 




3 








0 


I20 


'•I 


O 






i^o">a 00 


I30U1 OO 


»0 


O 71 


« <W 


• 


CO 


• u 






24 




2 J*U 


IV 








HtMt 


32T«(T OO 


2 


« It 


• 1 l^ 


2*0 


1 w 


1 • ll*lU««tOI»7 




( 


t J • 


Jfb 


fy* 


u 


• V 




«2t*« 00 


T>(M> OU 


22« 


0 b( 


S* tJ 


• 2 




* 0 


b • oi<.i\iivi \«\UM 




a 


• '> 


fM 


b2 1 








H»t»] 


l)«22) 00 




• 1^ 


•09 24 


<«2 




' o 


t • Mll'«f04||l |«lrf %t\<IM A V«*K«t«V 




O 2/ 




/ 








bj2J« OO 


(322* OO 


«• 


o *o 


«t OO 


«• 




• 0 


• • MAf U(n%«l« 1 ««l rO*«M*l M»kr( 


1 














«b«(l •« 


30«««0 00 


)«t 


1 •2 


• • OO 


• 4> 




• • o 








O •« 












«/*«22 OO 


3 22 2)1 <X) 


2>2 


o r« 


92 2^ 


2^* 




»4 O 


• ) • MvliOM) 


















VJJtT •« 


OO 


2) •«2 


n ^• 


• 20 b« 


• t t 




lb l> 




•0 














^bl»T 10 


22 1 IM OO 


(bt 




TO 


• •2 






t> • iltllU#ifl»< it|»«t (t|V MIM H*i 




]b 
















«23t*J 00 






22 


no 




ta o 




K 


2 














•bro« 00 


t2t«TT OO 


2«T 


D •« 


• 2 12 


t(2 




• 9 O 


in • HtNIAt UINU«UI*\ 




lO 


2 <«♦ 




• J* 








tn»9 to 


t»a«02 00 


2 Ut) 


« 02 


20 < ^0 


• 20 






2* • IN,A/a* »UI\ON tOI IMtli Of 


















b^b^t 12 


t00220 OO 


3lt 


0 b« 


M IT 


• 9 




32 O 


22 • CutN> 






» <Xt 


■ •■ 










(«TbO to 


9«000 OO 


29> 


0 M 


«a «o 


• 9 




3> O 


23 • HtVC CO«4t«C( W>>M M(«i>H 


•Cl> 


2 


0 


JSb 






»• 




tiia«« 00 


l3ttM OO 


2T* 


0 


9< (T 


to* 





ERIC 



278 



274 



naehn 



ROBERT H SWEENEY 
President 



CATASTROPHIC ILLNESS EXPENSE AND CHILDREN 



To dace, accencion on cacascrophic illness has focused on the elderly 
population. But for a faoily, a child's illness or injury can be just as 
catastrophic as that of a grandparent. When a faisily is unable to provide 
adequate care for a child due to lark of resources, health care expenses are 
catastrophic . 

No one is icraune fros illness expense of catastrophic proportions. This 
occurs in part because of the high technology, high coat care now available,; 
where previously no trealaen.. was possible. 

Catastrophic illness expense in the pediatric popul ut lon say occur in three 
instances: acute care (pre-aature birth, accidents), chrome care (cancer, 
rehabilitation); and pripaiy care (exaergency care, sinor surgery). 

Private and public sector initiative* are needed 

• Require employers to provide a tainicun health benefit package for 
esployees which includes prenatal care and coverage for children. 

* ^^stablish state level insurance pools for small employers; 

•e! f-employed or seasonally-employed individuals; and, if actuarially 
feasit^le, the uninsurable population. 

• Establish statt or regional catastrophic insurance pools to suppleaent 
the mimaua private insu'ance policies. 

• Provi<fe tax incentives to encourage the coverage of children and the use 
of the ''dtastroph'c insirance pools. 

• Hanadste Medic* 1^ coverage for pregnant women and children under age six 
whose incomes are below the Federal poverty level. 

- Provide that any savings to the states in the Medicaid nrograa 

resulting from changes m the Medicare program be maintained withn 
Medicaid. 

• Eliminate state-to-state discrepancies in Medicaid eligibility and 
services . 

• Include children and young adults in demonsti at lon projects and studies 
of catastrophic insurance coverage conducted by the federal governoei t . 



nc National Association of Chrldren s Hospitals and Related Institutions. Inc 3/37 



40^ Wythe Street. Alexandria. Virginia 22314 
Phone (703) 684-1355 
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9 Cttwtrophic lUftMs Ctses in a Chil<iren's Hospital 
Presenud by the Nation ■! Association of Children's Hospitals find Related Institutions 

All Adiiaaiona Total Bill Source flat. Collectible Difference 

AMMDA 7 Actalssiooa $1,119,255.13 Ins. Cb. A $M)0,000.00 

12/22/84 - Praaent Im. Cb. 8 $395,419.13 

Title 19 $ 20,665.00 $ 2D3 171.00 
Skull/facial extremity aalforaations, chronic lung 
disease (bronchopul»onary dysplasia = 8PD). 

HIIIARY 6 Actaissiona $ 230,274.24 HMD A $158,898.91 

8/5/86 - Present Title 19 8.348.00 $ 63,027.33 

Heaorrhage into brain. 

DUSTIN 2 Adaissions $1,052,856.% Ins. Co- C $246,949.00 $ 805,907.56 

12/28/85 - Present 
Broochopulaonary dysplasia 

JCRRY 1 Actoission $ 133.105.81 Title 19 $ 4.135.00 $ 128,972.81 

10/13/86 - 12/24/86 
(Died) 

Pre«aturity anoxic brain daaaqe. 

WDREW 1 Amission $ 329 . 844.16 Ins. Cb. D $257,923.00 $ 71,921.16 

10/26/86 - Present 
Heart not covered with bony thorax. 

HAPKLt 1 Adiisslon 

a/25/86 - Present $ 355.598.25 Title 19 i 4,174.00 $351,424.25 
Joint oxitracturea of fingers, knees, hips, elbows, ankles. 

CWNie I Adiission $ 317,057.30 Ins. Co. ^ $224,079.00 $ 92,978.30 

9/21/86 - Expired 

Severe aaUoraationa of colon, rectun. abdoaiinal wall, pelvis and bladder 

DANiei 1 Amission $ 896,603.15 HMO 8 $558,737.09 

12/19/85 - 12/6/86 Medicare $357,866.04 $ -0- 

(Died) 

Polycystic kidney with chronic renal failure. 

JOSEPH • Amission $ 766.050.12 Title 19 $ 4.135.00 $ 761.917.12 

1/9/86 - 12/5/86 
(Expired) 

IMbllical hernia atresia i stenosis of large inte^tir>. aooaaly of genital organs, anomaly of 
Musculoskeletal syste*. patent ductus arteriosus 

TOTALS $ 5.200.644.70 $ 2.721.325.17 $ 2.479.319.53 
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NATIONAL ASSOCIATION OF PERINATAL SOCIAL WORKERS 

mailing address:- 
Sally A. Mack, LICSW 
111 Beverly Road 
Chestnut Hill, MA 02167 
(617) 469-9308 



March 31, 1987 



Representative George Miller 
Chairman , 

Select Committee on CMldren, Youth 

and families 
Room 385 

House Office Building, Annex 2 
2nd and "D" Streets, S.W. 
Washington, D.C. 20515 

Dear Representative Hi Her:- 

The National Association of Perinatal Social Workers represents the 

interests and concerns of approximately 2,o00 pro^^essional social workers 

who work with high risk child-bearing families, including those families 

who have seriously ill infants and children. A lar^e percentage of these 

children have chronic disabling conditions which conditions which could 

be managed on an outpatient basis and at home if there were catastro'^hic 

health insurance available. 



At present our high technology medical system is able to save 
critically ill children, including premature newborns, who subsequently 
can be kept alive and maintained only with on-going medical support. If 
these children are to be raised in their own homes, they often reed costly 
equipment and service such as respirators, physical therapy and transporta- 
tion to medical facilities. Furthermore, the energy and time (sometimes 
up to 24 hours a day of attention) that the care of these children demands 
nece<isi tates that parents must have home nursing or respite care so that 

The purpose of th National AiMciation of Perinatal Social Workm shall be to promote, expand, and enhance 
the interests and role of social work in perinatal health care 
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Rep. Miller Page Two March 31, 1987 

they can avoid surrendering their child to the care of an institution. 

The lack of cata trophic health insurance programs results in many 
otherwise unnecessary hospitalizations or institutionalizations. As a 
result, the quality of life for these children and families is severely 
compromised. In fact, when the institution involved is located far from 
the family's home or the family does not have resources to travel and 
visit their child, some of these children who otherwise could have lived 
at home see their families a' little as a few time a year. 

Besides the emotional and psychological toll that lack of health 
insuretnce problems present, the cost of institutional care is r^jch greater 
than out-patient and home care orograms and the resulting economic costs 
to the community and government agencies are greatly increased. 

We would appreciate having this letter included in the record of the 
hearina which took place on March 23d. If we can provide further informa- 
tion or clarification, please call upon us. Thank you for your attention 
to these matters. 

Sincerely yours, 

Sally A, Mack, LICSW, Chair 
Social Action Committee 
National Association of Perinatal 
Social Workers 
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March 25, 1987 



Congressman George Miller 
Chairman 

Select Conmittes on Chilcren, Youth, and Families 
U.S. House of Representatives 
385 House Office Building Annex 2 
Washington, O.C. 20515 

Dear Congressman Miller:- 

Project A8C has been informed that you are considering sponsoring 
legislation for a catastrophic health insurance program for chil- 
dren. We are very aware of the need for such a program for our 
inedically-involved chronically-ill (MICI) babies and would like 
to provide you with information to document this need. We are 
seeing more and more families becoming financially destitute due 
to the high cost of medical care for their children. 

We would be more than happy to provide you with additional infoi- 
nation if needed. Thank you for your continued support of special 
Chi Idren. 

Sincerely, 





Marian Sokol , Ph.D. 
Director 
Project ABC 



Jennifer M. Cernoch, Ph.D. 
Director 

Texas Respi Resource Network 



THE CHtLDPENS HOSPITAL AVBULATQPY CAP«E CENTER 
• POV C'C^ Bo. '■>-30 Stal nr A • San AnlO'^iO T*««as 78?8S • ' ?i ? AeC 
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Project Any Baby Can Ubi.), located at Santa Rosa Children's Hospital m 
Sen ArtOnio, Texas, is a Support Center for fsnilies imo have children with 
special needs. Project A8C was founded m )9S2 to help relieve scne of the 
stre5'-es experienced by parents of .nandic^pped, chronically ill, and .T>edKa1l>- 
f-49ile young children Project A8C links f*aihes with nore than 300 South 
Texas agencies ar ' avts as an infor:iation center fcr fa-^iii^s who nany times, 
are ewtionaUy and econo«icany drained and do not kro-.* where to 9? *hat to 
ask, and rfhoa to turn to for help for their special children Alcn** with the 
inforsation, referral, and case nanage^ient services. Project ABC offers direct 
support services including a crisis fund fcr infants, eoergcncy forrxila dis- 
tribution, infant nonitor loan prcgrans, trained babysitte s, carseat loai pro- 
gran, Foster Grandparents and F«ily iriends, speech and hearing screening, and 
Pedi-organ donor awareness efforts Project A8C offers assistance that other 
social service agencies do not provide. The mam goal cf ABC is to oeet the 
needs of famlies with special children 

Over the past two years. Project ABC has obser"d increasingly critical 
eaerging needs in the area cf assistance for families of the -^dicaPy-mvolved 
chronically-ill (MICI) babies. With the advances ^n wdical tecnnology, ris- 
ing ioedical costs, and nex federal and stale regulations regarding ORG'S ind 
Medicaid. <Mny children are beirg released ffoa hospitals without the support 
services to maintain these children at ho<Pe In the past. Project ABC was re- 
ceiving calls fro^ fanilies seeking prir-arily therapeutic or educational in- 
terventions for thei-- Child No**, however, the calls received are f'-o^ fd.-»i1ies 
seeking assistance m purchasing -^dical equipf^nt and Si.pplies, buying speci.»l- 
ued fcrtnv«la for their prerr^ature infant, paying for m-hone skilled nursing care 
for their child who is on life-support equipwnt, finding qualified help (dey 
care options) so that the parent can re^in working to keep health insur'ice 
benefits, and purchasing basic needs such as foo<3, clothing and utility costs 

So nany ABC fanilies are financially devasted at the cost of maintaining their 
medically fragile child at hof^e yet. institutional care can cost t<)ree tines 
that of in-hone services Kany ABC parents ha^^e had to qiiit their job^ be- 
cause of the lack of >n-h0P^ support services. thi>s bs'ng their healtn in- 
surance bene'its Hany ABC children have exhausted 'heir in- j^-ance benefits 
by the ticie they reach 2 years of age «nd unfortunately for so^ ABC fa?^ilies, 
bankruptcy has been the only answer in providing r>edical needs for their special 
Child 

Project. ABC is acutely aware of the need fo. er't-nded health coverage for 
the MICI babies and for the need of subsidies for in.ho-ie support s^-rvices 
Fanilies and progr>'ns such as Project ABC are facing a critical step financially 
n preserving and icproving the quality of life fo"" the 'vdically-fragile child 

Witf. pemission frora the families. Project ABC has written narratives about 
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two San Antor.10 fanilics that wojld benefit fron a catastrophic health insurance 
program or fro« su&sidies ciade available for in-ho<^ support services for tneir 
Dedically involved children These narratives are provided as inforr.a..Jon docu- 
menting the need for increased servces lo families and the reec for agencies 
such as Project ABC to provide the ser/ices. 
fmUy # 1 ; 

Adan and Alex are 15 ronth old ntilti-har.dicapped twins, who have accu- 
oolated several hundred thousand dollars of TCdical expenses since birth 
Alex's problem's are severe, and include tjJindness, cerebral palsy 4nd sei- 
zt'^es. Adaffl IS doing fairly well at present, and his colostomy has beer re- 
versed Hp still lags in devilopnent and is prore to respirato* y infections 
There 3re two Other /ouno children, Andrew and Albert ages 4 and 5 years old 
m the faniily, Oad recently was involved in an ^uto accident and hospitalized, 
their truck was totally destroyed in the accident Due to this and other pres- 
sures, nother had to re, gn her job, and no* there is no insurance to cover the 
•medical costs. Because this couple was working and not indigent, there is 
little in state and federal funds to cover any of their expenses. Project ABC, 
has assisted this fanily by providing in-hcrie support services through olt 
Foster Grandparent Program, by purchasing a twin siroJler, by supplying piedival 
supplies and infant fonrola, and by adopting thf fir*i]y in our Adcpt-A-Fani Sy 
Christ-nas effort 
Faeily » 2 : 

Justtn. who ;s two years old, ^as bOrn with null '<» ProbJens wtnch has 
resulted m cerebral palsy cn one s^de of his body, seizure disorders, and 
autistic-like be^av1c■'S Justin's prmary p'oblen is encephalopathy a pro- 
gressive brain degeneration of unimown cause Because of his brain daniage, 
Justin's behaviors a: e many tines violent causing hin to hurt hir9s<»lf and his 
brother and mother. Daily, Justin is on nunerous nedrcations to control his 
seizures and behavior A recent severe reaction to his phenobarbital inedicaticn 
caused additional problems when burns, blisters, and eye darage covered Justin'* 
body Justin's ino'Her is a single parent who has lost three ^obs • and conse- 
quently health insurance coverage - due to missing work caring for Justm 
Justin's severe nedical conditions require hira to see six physicians a nionth 
Currently, the fanily has Tsorf than S65,000 00 outstanding in r.«dical bills 
Project A3C has assisted this fanily by piirchasing Dedications, securing funds 
for a bubbletop crib, and providing respite services 

In 4d(iiti0n to these two families. Project ABC has assisted over 600 nedi- 
cally-involved, chromcally-i 11 children and their 'a.*ilies tn 1986 Project 
ABC's service*, are diversified and individualized to f#et the needs of fa^^ilies 
Because of the econooic stresses placed on these fa'^ilits. Project ABC's services 
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are provided at no cosi to ihe fa-'ii'es Project a3C has also ass '•-d 



Fanily of 3at)/ sicky 'co^b'e he^rt transpUnt) w*io 'leeded 
air transport, food aid lodging in California 3ifcy Sicny 
died on July 2, 1986 at iom Linda Jnwersity **€di:al Center and 
Project ASC was able to secure funds to transport Nicky back tc 
San Antonio and arranged al^ fuierai spr^^ces 
• fa."<ly of Baby ^toses wno needed a s^;tionjnn -achme, c//gen, 
tracn supplies, prescri?tiOp for-rjla, and basic essentials Sjcn 
as *ocd, clothing and ^.tility costs Project i3C was able to 
Pro/ide these servi'es so tnst ^'cses co'^id spe'-'i Chnsf^as at 
hor^ 'Jpon fns death, Proje't A3C *tas aLle to secure dcnat^'" 
*unera^ serv'ces for Xscses 




ERIC 



282 




PROJECT 
ABC 



Mansn Sokd. Ph D 

0MCC10M 



Project Any E^aby £an 
HIGHLIGHTS 
1986 



BABY HELPLINE 

* §^^'? managed 685 new chlldrer. resulting in core than 840 referrals to 
South Texas agencies, 

* Responded to over 250 requests for eoergency assistance including mfant 
monitors, lite support equipment, and prescriptive infant formula. 

* Disbursed more than $20,000.00 in Crisis Fund Assistance to families of 
soecial children; used for necessities such as oxygen, medical supplies, 
emergency housing and funeral expenses. 

* Provided approximately 5.800 hours of respite, or relief care, with ABC 
Foster Grandparents, high school babysitters and nurses. 

* Provided free monthly speech and hearing screening for more than 125 chil- 
dren under age three. 

ADVOCACY 

* Established Children's Transplant Association of South Central Texas and 
spearheaded organ donor transplant eiforts on behalf of several children. 

* Sponsor of Che Texas Respite Resource Network, a special component o* ABC, 
which provides technical assistance in issues of respite care. Hosted 
statewide conference with attendance of more than 300 professionals and 
parents. 

* Advocacy on behalf of babies at risk for Sudden Infant Death Syndrcae and 
sponsorship of ASC Apnea Monitor Loan Program. 

* Testimony throughout state aadressing respite care and medicaid issues 
affecting handicapped and chronically ill children. 

Coordinated meetings of task force on teen pregnancy 1985-86, which resulted 
in new San Antonio grant to address pregnancy recidivism in teens under age 



17. 



* Distributed more than A, 000 "Watch Me Grow" developmental checklists. 
SFECIAL EV^-TS 



Hosted Crisis Fund Benefit in conjunction with Kumana Women's Hospital 
tea:urinii Dr. 7. Berry Brazelton; raising nore than $5,000.00 '^or ABC Crisis 
Fund > 

Coordinated "ABC Adopt a Family" Christmas effort, resulting m sponsorships 
ot more tnir forcy ranilies witn food, clothing, cedical supplies and toys. 

Tai:ght U.T. Health Science Center Medical Student course, Ps . .ho-Social 
Dir.cnsions of heaith Care. 

Project ABC selected as recipient of Robert Wood Johnson Fojndacion 
Demonstration Grant which will establish "Family Friends" progran to link 
trained senior citizens for in-home support of families vith handicapped and 
chronically ill children. 

THE CHILDREN S HOSPITAL AMBULATORY CARE CEWTER 
Post Oflice Box 7330 StatiO A • San AntontO Jem 782S5 • (5l2) ?Id-2-ABC 
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ABC Baby Helpline Update 
December 1986 



As 1986 came to a close the Project A3C staff reviewed 
new cases which had been opened and noted the follov^ing infor- 
mation:- 

*Staff case-managed 677 new children resulting in more 
than 840 referrals to over 300 South Texas agencies. 

*Responded to over 250 requests for emergency assistance 
including infant monitors, life support equipment, and 
prescriptive infant forT.ula. 

*Disbursed more than $20,000.00 in Crisis Fund Assistance 
to families of special children, used for necessities 
such as oxygp , Liedical supplies, energency housing and 
funeral expenses . ' * 

^Sponsored 220 children in city-wide Adopt-a-Child 
Christmas effort, whereby San Antonio businesses and 
organizations supplied families with more than $15,000 
worth of food, clothing, medical supplies and toys. 

Staff also noted tl.e following trends, which ultimately 
will conpound the problem of meeting client needs during tbe 
year ahead:- 

*Current cuts in Medicaid and rising medical costs are 
placing pressure on hospitals to send babies home sooner. 
In-home care of medically involved children presents 
serious economic problem^, as well as emotional strain 
on families. In addition to medic . supplies uncovered 
by Medicaid (such as oxygen); the increase in utility 
costs caused by life S'jpport equipment and the need for 
telephones in hone and skilled r/Tsmg care are ^lajor 
obstacles to a middle class or poor familv with a chror.i- 
caUy 111 child. 

*A3C families are worried about basic needs* choices of 
whether to pay for food or physician care, cor.ceris about 
re-^lacing poorl\ functioning medical equipment,, »^one^ for 
funerals, and essentials such as ostom> bacs and feeding 
tubes are a reality. 

*The organ transplant population is growing and ph\Sjcians 
and parents are turning to Project ABC for help. Meaical 
technology can save nanv children (success rate over "Otj 



THE CK»LO?^fcN S HOSPtTAL AMBULATORY Ca«£ CENTER 
Po$; Offict B 7J30 Slat.On A • San Anio.-MO Te^JS 7828S • (Si^) 223-2-ABC 
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Our families need basics such as money to travel to the 
transplant site. (Bottom line is: Given the choice; 
"Is there any parent who would not try '^very avenue 
possible to save his or her child??"). 

*Many families cannot afford the nutritional needs of 
their babies. Project ABC purchases and distributes 
more than $8,000 worth of prescriptive formula per 
year. The average price per case of six cans is more 
than $60. Project ABC tv-xns often consume $500 worth 
of special formula per month. Several babies on hyper- 
alimentation require $2,000 of nutritional support per 
month to sustain them. Families are often on waiting 
lists for the WIC programs, or disqualified if child 
is not underweight. 

♦Dealing with San Antonio social service agencies or our 
community churches for dona t ions of food or smal 1 con- 
tributions toward utility bills, is not a realistic 
option for many ABC families. Indigent families do not 
have autos, and most cannot take a sick child on buses. 
The most serious problems are those families where a 
single parent with several children has a baby on life 
support equipment and cannot leave t.ie house . 

In i-ummary: Project ABC is on the cutting edge of an 
emerging population of babies who are surviving better than 
before, but going home with specialty needs to families which 
are unable to meet both medical expenses and the basics of 
food, formula and utilities. Our population increases as 
Medicaid cuts and hospital cost containment send babies home 
sooner; and as technology provides more options for infants 
to survive, as with transplants and hyperalimentation, at a 
cost beyond af f ordabil ity for most families. 
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PRtPAPfO STATEMENT OF THE AMERICAN HOSPITAL ASSOCIATIOfJ 



iNTROOUCTiON 



The IssiM of catastrophic health caro coverage for Americans of all ages is of 
great concern to the AMrlcan Hospital Association's 5,6(K> institutional and 
40.000 personal Maters We are pleased to have this opportunity to present 
our views on the problea of catastrophic care for chl Idren Each year, 
thousands of faallles face financial ruin because one of their Msbers incurs 
health care bM^*"'*! that ere not covered by Insurance and are beyond the 
faaily's ability to pay. When this happens, a serious illness becofies a 
financlai catastrophe for the entire famiy. Most Anerlcans are protected 
against the cost of acute aedlcal care through private insurance, Medicare, or 
Medicaid. But 37 ■llllon Aaerlcans faco a financial catastrophe froa any 
serious Illness because they lack any fore of insurance In addition, up to 
20 ■llllon of the non>Medicare Insured p<^lallon also aay be jt risk for 
catastrophic acute care costs because of lieltations on private insurance 
coverage Even In the Medicare population, a substantial aaount of acute card 
aust be paid out of pocket because of Medicare coverage Mai tat ions 

Although all age groups are affected by the catastrophic care problea, the 
reasons differ froa one group to another For the elderly and disabled, 
catastrophic expenses result froa two gaps in health insurance coverage 
Inadequate Medicare coverage of catastrophic acute care costs and even more 
inadequate public and private coverage of loog-tera care costs For children 
and non-elderly adults, on the other hand, catastrophic expenses usually 
result froa e coablnation of poverty and non-existent or Inadequate insurance, 
and therefore even reletlvely ainor illnesses and even aodest aedlcal bills 
can be financially catastrophic 

Catastrophic care for the elderly and disabled is a serious rational problea, 
one Ht discussed in deteii during our March 19 testimony before the Senate 
Finance Coaaittee. But concern over the problem of catastrophic illness wong 
the Medicare population should not draw attention away froa the significant 
probiea of aedica! indigence In the non>Medicare population Our testimony 
today concentretes on needs of the non-MeH>rjire population, and in particular 
on the probiea of catastrophic care for children 
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CATASTWPHIC C«£ R» CWILOREN. 



OAMPiES Of THE pftoeiai 



F«if Children r«qolr« Mdical car* that ratuUs In catMtrophic txptnaM to 
thtir fwllits. In any givtn yaar, f«w«r than ona aMIIon chUdrao— 1 parcant 
of all chlldran undar 21— ara iikaly to Incur out-of-pockat ^tcal axpanaaa 
graatar than 10 parcant of family incoM. Whan chlldran do raquira 
catastrophic cara, howavar, It can b« vary axpanstva, and costa fraquantly 
Kin axcaad ■vatlabta Inauranca Racant ca«« hlatorlaa fre« ho*?ltala around 
tha country illuatrata tha rang* of padlatric catastrophic cara nMda: 

a A 1-yaar*otd girl nas adaUtad with a diagnosis of aanlngltis. Kar 
fathar was aaptoyad and had coi^>any inauranca, but no dapandant 
covaraga Tha fathar withdra** $2,500 fro« an IfU to pay toward har 
cara. Aftar tha first tuo fwaks of hospitalization, tha bU I atrasdy 
had rMChad $28,877. 

a A 4-yaarH3ld boy ns ad«lttad aftar post-s-rg«ry aspiration Tha child 
Mas conatosa. Tha singla aothar was aaployad, but her coifiany offars no 
group insurance. Tha aothar appMad for assistanca but «a» d«nlad dua 
to h«r tncoaa lavai. Tha child will hava long-tarn, co«plax continuing 
care needs. Aftar Ofva aonth of hospitalization, the faailv owed 
$70,539.97. 

a A 5-year-old girl was adalttad with seizures, and later was diagnosed as 
having e aallgnant brain tuMor. Her father is self-e«ployed, with no 
insurance coverage. She eay be ailglbie fo' Medicaid spend-down and 
state crippled children's funds. After or aonth of hospital izat ion, 
the expenses have reeched $32,237. 

e A 14-year-oid boy was ad«ltted with a self-Inf I Icted guns'rat wound. Hts 
father Is a s«lf-e«ployed carpenter without health Insurance. The 
faaliy applied for Medicaid spend-down, but may not aeet aiiglbility 
requirsMnts. The faally already owes $127,661 for the first eonth of 
hospitalization. 

a A newborn boy was born prematurely KIs eother Is single, oeployed, but 
with no group Insurance. The boy eay be el Iglble for Medicaid 
spend>down. The Infant will require two to three aonths of 
hospitalization. Aftar one aonth, the bill already Is $53,223. 
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CATASTROPHIC CAK FM CHILOKEN: 



0IMENSI0K3 or THE PMStEM 



Catastrophic illnaat is an ifldivirfuai hunn probiw, i^ich also b«coM«s a 
fMliy and coMunity sociai probiM. Vhan a chlid haa an acuta or chronic 
disabling condition, whathar as a rasult of birth, lilnass or accidant, it la 
ciaariy a catastropha. Mcausa thasa cooditlons jsuaily ara costly, thay 
of tan ganarata billa that tax or »Kcaad the family's ability to pay and 
tharafora rasult In catastrophic or uncoapansatad aadical axpansas Evon for 
fMillas Kith privata insurwca, a trauMtic childhood illnass or a sarious 
chronic diaaasa or disordar can rasult in financial catastropha for tha 
fMily, aithar through incraasad owt-of-pockat axpansas or through wagas lost 
bacMsa of tlna spant Kith an III child. 

Catastrophic Illnass 

Many catastrophic childhood lllnassas or conditions can ganarata sizabia acuta 
cara costs quickly. For axai^}ta, tha National Association of Chiidran's ^ 
Hospitals and Italatad Institutions has tastif lad that: 

a Approxiaataly 220,000 praaatura babias ara born aach yaa** tilth 
Intansiva cara nursary chargas approxiaataly $1,O00/day, avaraga 
hotpital chargas ara ovar $35,000 for ai laaatura infant 

a Kaart surgary for a child may cost a faaiiy $22,000 for a hospital stay 

a Traataant for axtanslva burns aay rasult in a hospital bill of $45,000 

In addition, aany children face chronic cara naads, hava a cuwlatlva affact, 
and ara illialy to ba oouplad with spalls of acuta illnass. 

a Coaprahanslva cara for children nith cyatlc fibrosis can cost a faal^y 
$8,000 - $12,000 annually, intaralttent hospitalizations My avaraga 
ovar $7,000 par stay. 

a Institutional cara fur a ventilator dapend«nt child aay aaount to 
$350,000 annually 

Finally, cara for children nith aantal health problaas can ba very costly and 
Inadequately Insured, «nd therefore tend to ba under treated. There is general 
agreeaent that at least 7.5 eilllon children-.12 percent of all chi idren— need 
soM aantal health traataant, but last than one-third of theM children 
receive treataent. 
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O f trophic txomM for Moo-Ot—trfphic t*2Zss£ 

imilt MlMtrophlc Kut« or chronic llln«M It on« lipoftant cauM of 
citMtrophIc •xpmxf, It Is not th« only cauM. In fact, aott of th« p^opf 
Mho ifKur CitMtrophIc axpinsM art not vIctlM of catastrophic llinast but 
rathar aro vletlaa of povtrty and tack of Inauranca. 

Tba aagnltuda of tha problac of financially catastrophic illness 'srgaiy 
dapandt on tha dafinltlon adoptad. Soaa hava daf inad catastrophic 
axpandituraa *s tfnaa axcaadlng a spaclfic annual cut-off f iQura, such as 
$2,000, but such daf inltlona do not account for diffaronoaa In Incoaa. For 
thia raason, haalth policy rasaarchars ara aora ilkaly to usa a dafinltlon 
lhat ralatat axpanditur^ia to Incca*. A coMon dafinltlon Is that catastrophic 
axpandituraa ara thosa nhlch axcaad 10 parcant of faslly Inooas. 

For chlldran and non-aldarly adults, tha aajor causa of catastrophic axpansas 
Is tha ooafalnatlon of povarty and non-«xlstsnt or fnadaquata insuranoa. 
Alaost a quartar of tha non-aldarly popLlation ara althai unlnsurad or 
undarinsurad and tharaforo ara at risk of Incurring catastrophic aadlcsl 
axpansas; that la, thay hava a 6 parcant cxptctatlon of incurring 
out*of>pockat axpansas axcaading 10 parcant of faslly Incoaa Aaong tha poor 
and naar-poor, ovar half ara at risk. As a rasutt, aost catastrophic caro 
axpandituraa Involva ralatlvaly aodast bills Incurrad by tha poor and 
unlnsurad. 

• In four out of f Iva casas, catastrophic aadical axpandituraa rasult froa 
low inooass and poor haalth [nsuranca covaraga, not axorbitant 
out-of-pockat aadlcal axpansas. Four out of avsry fiva catastrophic 
cara axpandituraa ara for an aaount undar $2,000. Only S parcant of 
faslllas Kith catastrophic axpandituraa hava bills ovar $4,000. 

a Of faslikas spanding 10 parcant of thair incoM on Mdlcal cara, half 
ara balow tha povarty laval. Of faslilss spanding 20 parcant of thaIr 
IncoM on aadlcai cara, two-thlrda ara baiow tha povarty loval. 

Chlldran coaprlsa a larga sagaant of tha unlnsurad 

a Ona-third of all unlnsurad paopla 'jndar €5 ara chlldran 

a In 12 all lion chlldran undar aga 18 wara unlnsurad 

Oaaplta tha axistanoa of Nadlcald, chlldran const Ituta an avan iargar sagaant 

of tha unlnsurad poor: 
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t About 40 percent of tht tjninuir«j poor ar« children. 

• In 1904. tboui 5.5 titlion childrtn und«r ag* 18 were uninsur«d and poor 

nwra ara savarai raasons for this larga nuabar of unin»urad chiidran First, 
tha parants and guardians of aany of thas« diildran sra thaasalvas uninsurad 
bac«isa thay mrfc for aaployars Mho do not offar group covsraga Sacond, in 
soM casM tha parants or guardians Nork for aaployars M)o purchasa covaraga 
for Mployaas but not dapandants. or tha braad-wlnner aay purchasa individual 
covaraga but ba unabta to afford covaraga for tha antira faaily. Thasa 
circuutancas uy account for nhy aora than four ai.lion of tha 12 ail lion 
uninsurai diitdran llva with an insurad pa <<)t zr guardian. 

rnadaquacy of tha Nadlcald prog*4s Is tha prlury raason for tha gap in 
insurance f>>r chiidran, particjiarly poor chiidran Although Micaid is 
oftan thought to ba tha principal aaans of financing cara for tha Indigant, It 
now covars lass than 40 parcwit of tha poor. Madlcaid aust iw- ba viawd 
principally as a program of supplaaantary covaraga for tha agad and disablad 
Medically lndig«it irfw ara allglbia for and racaiva banafits undar Nadicara 
in 1964, baraly ona-fourth of Madicfid's axpandlturas paid for cara naaded by 
AFO chiidran and thair faalilas. lhra«-<}uartars of Nadlcald's axpandlturas 
paid for sarvicaa provtdad to Individuals airaady covarad by Nadicara- priaarv 
car* and othar acuta cara aarvicas not covarad by Nadicara; ax'andad iong>tara 
cara for Nadicara banaf lei arias: and Nadicara Part B praaluu. 



Although discussions of tlw catastrophic cara problaa frtquantiy focus on tha 
drantic, ralativaly rara, acuta cara axpansas of tha aKSarly, tha 
catastrophic cara problaa Is auch broadar and auch 6»^r, axtanding to both 
young and old, insurad and uninsurad. Evan nhan chiidran and non-aldarly 
adults ara idtntlflad as part of tha catastrophic cara problaa, pol.cy 
discussions tand to focus on axaaplas of aajor accl'<ants, catastrophic 
dls«asai or chronic disabling conditions. Though such casas ara cf d^ 
concarn to all of us, I- tanu of tha nuabar of chMdran affactad tha raai 
catastrophe is tha lade of basic covaraga and pravantlvj cara. 

Any coaprahansiva solution to tha problaa of catastrophic lllnajs not only 
■ist addrass tha japs In acuta and long-tara covaraga for tha Nadicara 
population, but aust alto saak to Incraasa tha a-cailabiilty and adaquacy of 
Insuraryja for chiidran and othar non-a:darly adults. In March 19 tastlaony 
bafora tha Sanata Flnanca Coaaittaa, m aada savarai racoiMtndatlons for 
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•ddrMting th« catastrophic cart probiau of tha ftodicara population, 
itenavar, givan tha fouit of tha pratant hiring on catastrophic cafv. fcr 
childran. tha fol lowing points (tetall oor raco«i*n<i3tlon$ for tha non-MedIcar« 
population. 

ProtactloQ tha Hon-HtdlCMf Population 

AMng tha non-Madlcara population, tha cataatiophlc ora problaa takas tuo 
forma. Inadaquat* protection agelnat catastrophic axpansas for mmy of tha 
Inaurad, and nontttlstant coimga of haalth cara naads for tha uninturad. 
Aiat aa tha o'darly and disfiblad can fac* catastrophic 9i[p9nt^ datplta thair 
•nrollaant In ftadlcar* privataly Inaurad chlldran and non-«ldarly adults also 
can Incur iarga rxpansM bayond tha Halts of thaIr covaraga. To addrass the 
isstia of catastrophic lllnass mong Vm Insured population: 

a Insurers and aiipl «rs should aake Inforastlon on the cost and potential 
value of catastrophic coverage aore ifldely available; and 

a Federal policies should encourage the civtrage of catastrophic Illness 
by private Insurance. 

In tern of the nusber of people affected, hower, the larger health policy 
problaa fcr the non-Medicare population is the large and growing mM)er of 
uninsured, lecause any significant Illness Is -catastrophic" for an 
Individual without health Inaurance, a aajor pr*ority for both the public and 
private sectors should be the lepleMntation of aethods to reduce the nui^r 
of uninsured and to strengthen public prograas providing coverage for 
individuals unable to purchase private health insurance, 
in February 19M the AAA Board's Special COMlttae on care for the indigent 
coepleted Us report, Cost and Ccepassien- BecMwendatlons for Avoiding a 
Crisis in Care for the Wedicaliy indioeot . which outlined a series of long and 
short-ta.-a public and private I nitiat I /as ahlch could be adopted to address 
the Mdicaf indigence problaa 

Lonq-tem approaches . Medical indigence is a coeplex, auiti-faceted issue 
that has no single, or sii^l* solution. Because the public expects needed 
care to be provided regardlesa of a patient's ability to pay. all weabers of 
society eust perticipete Ir. the financing of care provlod to the aedlcally 
Indigent. This public responsibility doss not ae«i. however, thct goverrnvnt 
alone can or «ili resolve the problem. An enduring solution to the probia« of 
■edical indigence will require inltlatlvts b/ both the public and private 
sectors to. 
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• R*dtic« th« tlz« of th« Mdlcally Indlgmt population thr/M^gh adequate 
privato hMlth Insurance, and 

• Mttructura nd extand public programs to finance care for the Mdicaliy 
Indigent vihc are unabia to obtain prlvata Imuranca. 

Privata insuranca can ba Mda aora iridaly aval labia through cooperative 
affoftt of fa^aral, stata. and local govarn^nt, pnvata Insurart. employers, 
and providart. mt, as coapetitlon incraasas and rtsourcas bacoM aore 
constrained, a rasiduai public program is e«santlal to financa cars for those 
»*o cannot obtain prlvata haalth ln«uranca. To strengthen the public 
financing of cara for the Mdicaliy indigwit. savaral actions should be 
pursuad' 

a The raorganiratlon of Medicaid into thraa dUtinct progra., a prograa 
of acuta cara Mvarage for the aedicaiiy indigent nho are not eligible 
for Hadlcara. a prograa of supple^ntary acuta cara coveraga for 
nadlcara beneficiaries, and a progra. of long-tera care coveraoa for 
Madicara beneficiaries; 

a The zr^ivi strangthaning of the federal rola in fu«ji„g Medicaid- a 
Tit la xiX trust fund spcnsorad by a bro#diy based tax. for exaiipie a 
payroll tax Such a tax could provide a stabia source of funding for 
hedlcald. »ou;d acTjitably distribute the cost of the prograa. and. 
properly structured, could create a positive incentive for eiiployers end 
a^ioyaa. to obtain private h«iith insuranca; and 

a Refora of dalUery and payaent systeas. the adoption of innovative 
payaent and delivery arrange«nts would encourage the efficient use and 
production of the haalth care services needed by individual* enrolled m 



Sh c -t-tera aoproachas . Altnough the ele-ents of a long-tera ,c!utlon to the 
probiea of aecJlcai indigence can ba Identified raadi iy. adoption and 
iapieaentation of a coaprehensive toiution >rili take tiae it is essential 
that there ba no deterioration of existing programs during these 
daiibarations. Horaover. Mil la the debate over the iong-tera solution 
proceeds, the issue should ba dealt nith through several Incre^mtai steps 
that strengthen incentives to provip. eapioyer-paid health Insurance and that 
gradually strengthen public prograas. 

First, the fedaral governaent should strengthen. »nd not reduce, tax 
incantlves that encourage adequate private insuranci» 
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• Individuals thould bt ptraltt«d to axctud* wvioytr-paid rwilth 
Insuranc* prmlmt from taxabia tncoM, or »o daduct ai^loyaa-paid 
haalth Insuranca praaluu from taxabia inor a, oniy 'f tha health 
inauranca policy covari all dapandants. Currant llaltatloni on tha tax 
daAictlblllty of «^>lo)raa-p«(d haalth In«uranoa should ba rasclndad, and 
tha daduct (on should ba aada aval labia to all Indlvlduali. not Jusc 
thoaa Mho Itaalza daductlons; and 

a Haalth insuranca praaluas ahouM ba daduct ibia as a husinass axpansa by 
aapioyar* only If tha aa^loyar pays for covaraga of dapandants or offars 
aaployaas tha opportunity to ptirchaia such covaraga 

Sacond, aapioyars should ba raquirad to contlnua Insuranca covaraga for 
iaid-off Morlcars as part of unaaploywit oMpansatlon; statas should ancouraga 
tha forution of aultlpl^^ioyar insuranca arrangawnts to axtand insuranca 
to tha sa{f-a«ployad and to ^loyaas of saall finu, and privata insurars, 
aapioyars, and provldars should work to craata innovatlva financing and 
dalivary syttaes that Incraasa tha availabil.ty of affordable insuranca. 
particularly for saall a^ioysrs. 

ThI'd, tho fadaral govarnMnt should saak to laprova public funding. 

a Undar no circuMtancas should tha fadaral govarwwit raduca tha laval of 
fadaral funding aval labia to stata Hadicald prograas, nor should It 
aandata or allow ttatas to ^aduca antltlaaent undar Hadicald 

a Tha .xp«„lon of Hadicald aligiblilty shoulC ba accoepiishad as fadaral 
rwourcas par.it, „ith th. objactiva of achieving a unlfore standard of 
eligibility under state Hadicald prograei by 1990; 

a Tha federal govarnMnt tnould parelt states to offer Hed.caid coverage 
to paopit above th^ poverty level, with a graduated. Incoiie-based 
praaiMi, 

• The fadaral govemaent should phase in tha iong-tere refores |n Hadicald 
described above to create a stable, dedicated source of funding; and 

e To encourage provider participation in Hedlcaid arxJ to efleinate the 
need for prlvata-sector subsidies of Hedlcafd expenditures, Hedlcare and 
Hedlcaid payaant lavals generally should ba coaparable to those for 
Privata patients. 
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Fourth, states, focaf govsrniwnts, e«ployers, and hospitals s^culd worV, to 
uintain and increas* funding and access to care 

• States shocid maintain erigibillty and funding ieveli fcr Medicaid and 
other p'ograns designed to finance care for the indigent As their 
resources peniit, states shoutd expand Medicaid coverage to include both 
tne aedicaily needy and other segaents of the eedically indigent 
population, 

e Slates also should establish risk pools for high-risl( or uninsurable 
Individuals In which all insurers and ei^loyers should participate, 

e Loca' governwnt should Maintain or increase funding for public or other 
governaent-supported providers; 

e Uptoyrz and insurers should work with govern»ent to ensure adequate 
funding for the aedlcally Indigent who »yst rely on public support If 
adequate public funding is not ude available, eoployers should work 
Kith providers and insurers to establish funding aechanisxs for care 
provided to the aedically Indigent, and 

e Hospitals should mntain their historical cocNitmnt to provide care to 
those who need care, including the indigent, should take appropriate 
actions to raise public awareness of the inplicatlons of purchaser 
actions CO the ability of the hospital to care for the aedically 
Indigent; and shot. Id work with eaployers. Insurers, and governaent to 
develop viable short- and long-tcra solutions to the problea of sedicaf 
Indigence. 



CONCLUSION 



\lthough discussions of the catastrophic aedlcai costs problen frequently 
focus on the dramatic, relatively rare, acute care expenses of the elderly, 
the catastrophic care problea is auch broader and aw;h deeper, exte<^lrtg to 
both young and old, uninsured and insured. 



M«ny contend that we, as a nation, cannot afford to address all but a sfiall 
portion of the problea. ws subalt that, a« ^n enlightened society, we cannot 
afford to not address tne full scope of the problea The AHA pledges its 
.uppcrt anr> cooperatim In tackling this problea. building step by step toward 
a coaprehenslve approach to providing desperately needed relief for all 
children and adults froa the fear of catastrophic llJncss and expense 
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